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Abstract
I designed a cross-sectional prediction study for which forty-nine Australian family
mental health carers were recruited as participants. The variables used to predict the
Positive and Negative Experiences of Caregiving were: Identity Coherence and Identity
Diffusion; Good and Bad Identity Scales; Positive Interpersonal Relationships;
Perceived Locus of Control; and Personal Growth. My study was innovative in that I
explored Senses of Identities in family carers and used Personal Construct Psychology
as a framework. My use of both the measures, Content Analysis Scales and Modified
Rating Repertory Grids was new. Seven case studies were completed. I developed and
tested a personal construct model of family mental health caregiving which included the
development and testing of a Family Mental Health Caregiving Journey (FMHCJ)
assessment tool. Findings supported propositions of the personal construct model. I
modified the model as dictated by empirical findings from both predictive tests and case
studies. Positive relationship between Identity Coherence and Positive Experiences of
Caregiving and between Identity Diffusion and Negative Experiences of Caregiving
were found. Positive Interpersonal Relationships were found not to predict Experiences
of Caregiving. However, there was a trend for scores to be higher in carer samples when
compared to normative samples. Locus of Control did not predict Experiences of
Caregiving. Personal Growth significantly predicted Positive Experiences of
Caregiving. The implications of the study’s findings and limitations were reported. An
implication of the model was that it can be used as a framework to develop group
interventions for family carers. Use of the FMHCJ assessment tool in clinical and
research settings was recommended, particularly as a means to attend to the impact
mental illness has on carers’ identities. Ideas for further research prompted by the study
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included further testing of the personal construct model of family mental health
caregiving.
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INTRODUCTION

“…we have had not deaths in our family but slowly by degrees something was
happening much uglier and more terrible than death”. Tennessee Williams (19111983), American playwright, brother to a loved one with mental illness, writing about,
mental illness in his family.
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Statement of thesis
I performed a scientifically sound prediction study of family mental health caregiving,
an area which beckons for more empirically supported studies. Inadequacies of previous
studies in the area include: over-reliance on anecdote; lacked of critical evaluation;
Australian data; excessive focus on burden and coping; conclusions poorly supported by
statistical analysis; and lack of scientific rigor. After reviewing the available family
mental health caregiving models, I proposed a model of family mental health
caregiving, based on the strengths of existing models. Shortcomings of existing models
were discussed. I developed an assessment tool, to measure participant’s experiences of
phases of the family mental health caregiving journey. The model and assessment tool
were empirically tested. Data of those participants in each Phase of Caregiving were
obtained. Constructs used in Modified Rating Repertory Grids were extracted from
previous research conducted with family mental health carers (Bentley, Viney & Oades,
2003). Data were statistically analyzed. Prediction and correlation analyses were
performed. Multiple Modified Rating Repertory Grids were analyzed. This research is
the first of its kind to attempt to construct mental maps of family mental health carers. I
selected and analysed seven cases. Thematic coding and analysis was performed on
Individual Rating Repertory Grids. This research adds to the knowledge of family
mental health caregiving by providing a personal construct account of families’
experiences, and information about the predictive value of concepts measured in the
study. In particular, this research increases the limited knowledge of family mental
health caregiving identities. Research in this field is important to enable the
marginalization and disenfranchisement of family carers to be overcome.
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Need for personal construct theory for this research project
A personal construct approach emerged as most appropriate for this research project.
Kelly’s (1991) Personal Construct Psychology (PCP) is a theoretical framework able to
account for all predicted factors and predictors used in this project. PCP is largely based
on personal experiences and the meanings people attach to their experiences (Kelly,
1991), making it a fitting theory to inform the investigation of families’ experiences of
caregiving. Kelly’s concept of Experience Corollary (Kelly, 1991) means more than just
the accumulation of life events – experiences comprise the patterns and configurations
which people attach to life events. Experience is the accumulation of interpretations of
life events along with the revisions people make to their meaning systems.

By continually revising their construct systems, people become more experienced and
therefore move towards possessing valid construct systems. Individual and shared
experiences can be explained by Kelly’s (1991) Individuality Corollary and
Commonality Corollary. Both corollaries have been demonstrated to capture the
importance of individual and shared meanings of family members informally caring for
relatives experiencing mental health problems (Bentley et al., 2003).

Enquiries based on Personal Construct Theory have been effective in accounting for a
wide variety of life experiences. The following list of groups and citations exemplifies
the range of work which has successfully employed personal construct approaches:
breast cancer patients (Lane & Viney, 2005); bereaved relatives (R. A. Neimeyer, 2000,
2007); people who stutter (Dalton, 1987; Fransella, 1972); people with alcoholism
(Rosenauer, 2003); people with drug addiction (Ng, 2002); and traumatized individuals
(Cross & Epting, 2005; Klion & Pfenninger, 1996; Rayner & Viney, 2007; Sewell,
16

1997; Sewell & Williams, 2001). Personal construct approaches have been used to
study groups more similar to the group investigated in this report, including: mental
health consumers (Bannister, 1962; Bannister & Fransella, 1966; Bell & McGorry,
1992; Gillman-Smith & Watson, 2005; Lorenzini, Sassaroli & Rocchi, 1998; Malins,
Oades & Viney, 2003; Winter, 1989a, 1989b); families (Alexander & G. J. Neimeyer,
1989; Procter, 1985); and a variety of carers, such as carers of AIDS sufferers (Viney,
Allwood, Stillson & Walmsley, 1992; Viney, Crooks & Walker, 1995), professional
carers (Costigan, Ellis & Watkinson, 2003; Nagy, 1995), parents of intellectually
disabled children (McConachie, 1985), spousal carers of dementia sufferers (Rudd,
Viney, & Preston, 1999) and mothers of special needs children (Lovenfosse & Viney,
1999). This led me to believe that such an approach would be effective in research with
family mental health carers.

PCP provided the framework for conceptualizing the predictive factors used in this
study. Here, I briefly describe the theoretical links between the predictor variables I
used and PCP. Higher order core constructs best account for senses of identity. The
Sociality Corollary provides a detailed explanation of interpersonal relationships.
Perceived control can be articulated through the choice phase of the decision making
cycle, known as the Circumspection-Premption-Control (C-P-C) cycle. Lastly, personal
growth can be accounted for by the continuous transitions people make through
personal construct phases such as decision making and the creativity cycle. PCP not
only offered me a useful framework to work within, but gave me theoretically
appropriate measures to use, such as Content Analysis Scales (R. A. Neimeyer &
Mahoney, 1995; R. A. Neimeyer & Raskin, 2000; Viney & Caputi, 2005, in press) and
Repertory Grids (Kelly, 1991). Both measures enable researchers to obtain rich data
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when working with participants which can be quantified while maintaining the
participant’s subjectivity (Viney & Caputi, 2005, in press).

An approach able to contribute to the surge in research and practice focused on mental
health recovery – and I propose that PCP is such an approach – is fitting for an enquiry
into the wellbeing of family carers of people with mental illness. One reason this
approach is consistent with mental health recovery philosophies is because it
conceptualizes people as agents capable of determining their own needs and acting to
meet them (Kelly, 1991). Based on this proposition, personal construct clinicians adopt
a credulous approach to their clients, which means the information clients provide is
deemed credible and valuable (Kelly, 1991). Therefore, it can be posited that carers, are
the most knowledgeable about their experiences and best equipped to report on their
experiences. A personal construct approach acknowledges that people possess personal
wisdom (Epting & Paris, 2006). This is a strength of PCP which enables a study’s
participants or group of interest to be empowered. Elsewhere, I have shown that family
mental health carers, participating in research, can be empowered by PCP approaches
(Bentley, Viney & Oades, 2003).

Structure of the thesis
Chapter One details the structure of this report and states the advantages of utilizing
PCP as the theoretical approach for this report. To provide background for the report, I
discuss international mental health policy and give an overview of research from
Australia, the United States, Canada and England. Overall, the research suggests that
developed countries are beginning to acknowledge mental illness to be a national
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priority. The occurrence of severe mental illness in Australia is high. I report mental
health family caregiving to be a comprehensive construct.
Chapter Two provides a description and evaluation of existing family mental health
caregiving models. I propose and describe a new model of family mental health
caregiving is proposed and detailed in this chapter. The model identifies six vital areas
related to family mental health caregiving. A tool to assess the family mental health
caregiving journey is developed.
Chapter Three gives an account of trauma experienced by family members throughout
their caregiving journey. I identify elements of trauma, such as core constructs and the
impacts of trauma on personal growth. A brief review of personal construct models of
trauma is provided.
Chapter Four describes the report’s predictor variables: Identity Coherence; Identity
Diffusion; Good and Bad Identity Scales; Interpersonal Relationships; Locus of
Control; and Personal Growth. These variables emerged from my review of the family
mental health caregiving literature. I provide a theoretical background for these
concepts and highlight empirical findings relating to them.
Chapter Five explores PCP, the theoretical framework of the report. PCP provides not
only a coherent theoretical structure to understand human personality but also allows a
way to understand behaviours that is not constricted by the medical model. I show the
particular usefulness of Kelly’s (1991) concepts of experience and sociality for this
study. His interpretation of relationships, prediction and control allowed a perspective
on carers and consumers that other approaches do not. I discuss the propositions and
assumptions of the report’s family mental health caregiving model.
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Chapter Six describes the significance of the research, its aims, hypotheses and research
questions. The research questions focus on the predictive value of the report’s six
variables and the relationships between carers’ and consumers’ journeys.
Chapter Seven outlines the method used in the research. I present details of the study’s
sample of carers and its design. I describe the psychometric properties of measures and
give details of measures developed or modifications made to existing measures.
Chapter Eight presents the results of statistical analyses. Demographic characteristics of
the study’s participants that are directly relevant to the research questions and
hypotheses are shown in tables and figures (See Appendix K for demographic findings,
data screening and data transformations of interest but not directly relevant to the
research questions and hypotheses). I give results of multiple Modified Rating
Repertory Grids.
Chapter Nine presents seven case studies. Each case provides an in-depth account of
experiences of a family carer at different phases of the caregiving journey. I include
results from Individual Modified Rating Repertory Grids as they relate directly to this
qualitative data. I identify commonalities across cases.
Lastly, Chapter Ten provides an overall discussion of the outcomes of this research. The
implications, strengths and limitations of the study, and directions for future research
are explored. I test the proposed model of family mental health caregiving and report
results.
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Glossary of terms
Family mental health carer is a family member informally caring for one or more
relative with mental illness.
Consumer is a person with a mental illness or mental disorder.
Inter-rater reliability is a means of establishing the reliability of ratings made by having
ratings assessed by two or more persons. It is usually calculated as an index. Indices
reaching 1.00 represent good reliability.
Model for the purposes of this report is a framework consisting of concepts. Models can
be used to predict, or gain a better understanding of, people’s experiences.
Psychometrics is the measurement of statistical properties such as reliability and
validity of psychological assessments. An example of a psychological assessment is the
Experience of Caregiving Inventory.
Consumer recovery is a consumer’s recovery from mental illness involving: 1) finding
meaning, and 2) reconstructing a positive identity (Pettie & Triolo, 1999). Recovery can
occur despite the existence of symptoms of illness (Anthony, 1993).
Serious mental illnesses are psychiatric disorders with characteristics categorized
according to their severity, chronicity, acuteness or episodic nature.
Stigma is a social branding acquired directly or indirectly by individuals or groups with
a particular common factor (e.g. sex, race or illness) that results in ostracization and
marginalization.

Terminology specific to Personal Construct Psychology
Bipolar constructs are constructs that have two opposing or contrasting poles. The
opposing nature of these poles is subjective (Kelly, 1991).
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Core construct is a construct “…which governs the person’s maintenance processes”
(Kelly, 1991, p. 391).
Personal Construct Psychology is a theory of psychology developed by George Kelly in
1955. His theory is based on constructivism, which are “…approaches that consider
individuals construct their knowledge of the world” (Walker & Winter, 2007, p. 459).
Preemptive construct is “…a construct which preempts its elements for membership in
its own realm exclusively” (Kelly, 1991, p. 107).
Preverbal construct is a construct that “…continues to be used, even though it has not
consistent word symbols. It may or may not have been devised before the person had
command of speech” (Kelly, 1991, p. 390).
Suspension “…implies that the idea or element of experience is forgotten simply
because the person can, at the moment, tolerate no structure within which the idea
would have meaning” (Kelly, 1991, p. 349).
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CHAPTER ONE

A background to family mental health caregiving, carers’ journeys
and international mental health policies

“The strength one has to have to care for someone with a mental illness is incredible.
One must be durable, vigilant and loving and always there.” Participant
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1.1 Australian families’ caring for relatives suffering
from serious mental illness
In 2008, 2.5 million Australians over the age of 15 cared for people with disabilities and
44% of these carers were female (Australian Bureau of Statistics [ABS], 2008a).
Disabilities of those being cared for included intellectual, physical, psychological,
sensory and speech disabilities, and approximately 3% of Australians with disabilities
suffered from psychological disorders (ABS, 2008a). Families are the major carers for
people suffering from severe mental illness (Lefley, 2000); the carer is usually a parent,
spouse or sibling (Biegel & Schultz, 1999). In 2008, one-fifth of carers were primary
carers who provided informal support to people with disabilities for a period of at least
six months; caring entailed support with communication, mobility and self-care (ABS,
2003). Seventy-one percent of primary carers were women and 24% are aged 65 and
over (ABS, 2003). Fifty-four percent of the caregiving population reported they were in
caring roles because they felt no alternative care was available (Australian Institute of
Health and Welfare [AIHW], 1998). These statistics apply to people who care for
recipients with a variety of different conditions. Statistics specific to family mental
health carers are more difficult to obtain. Many families within this population do not
acknowledge they are engaged in caregiving nor classify themselves to be ‘carers’.
Many families manage crises without health service involvement, which makes it
difficult to collect statistical information on prevalence. Families that come into contact
with mental health services generally do so when in crisis (Winefield & Burnett, 1996).

In 2008, 32% of the population cared for someone with a psychological disability and of
these, 11% were partners, 11% were parental carers and 4% were children. In terms of
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age classification, 5% were 15 to 34 years old, 20% were 35 to 64 years old and 6%
were 65 years and over (ABS, 2008a). Carers of people defined as having a
psychological disability spent more hours per week caregiving than other carers, which
transcribed to 66% spending over 40 hours a week caregiving (ABS, 2008a).

1.2 Severity of mental illness in Australia
Approximately 7.3 million Australians (45% of the population) aged between 16 and 85
years will at some point in their lives suffer from a mental disorder (ABS, 2008b).
Approximately 3.2 million Australians (20% of the population) were found to suffer
from a mental disorder within a 12 month period and prevalence did not differ between
people who had contact with family members and those who did not. Sixteen million
Australians had contact with family and 121 800 had no contact with family or had no
family. Twenty percent of consumers in contact with families were found to have
mental disorders that had occurred within a 12 month period while 23% of consumers
who had no family or family contact had mental disorders within 12 months (ABS,
2008b).

Consumers’ diagnoses were classified by mental health policy makers into four coreactivity limitations rating from mild to profound (ABS, 2003). The classification can be
used as a measure of illness severity. Core activities were based on communication,
mobility and self-care. Consumers were classified as having profound core-activity
limitations when they were unable to undertake core activities or required constant help
to do so. Approximately 250 000 people with psychosis and mood affective disorders,
and 163 000 people with neurosis and stress-related and somatoform disorders were
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classified as having profound core-activity limitations (ABS, 2003). A large portion of
Australians with major psychiatric diagnoses have been classified as having profound
core activity limitations which indicates they suffer from severe mental illness.

Hospitalizations can also be used to indicate illness prevalence because people with
severe mental disorders are more likely to require the intensive acute treatment provided
in hospitals. ‘Separation’ refers to the end of a period of hospitalization, either by
transfer of care to another formal care provider or discharge home without formal care.
Approximately 322 110 mental health related separations were reported by public
hospitals, private acute hospitals and psychiatric hospitals throughout Australia during
2005 and 2006 (AIHW, 2008). This figure includes admissions to hospital and
ambulatory care facilities, which range from services provided by general practitioners
to mental health services in hospitals; it excludes overnight admissions. Following are
data about consumers of mental health services with the highest rate of separations;
consumers between 45 and 54 years old account for 20% of separations; 62% of these
consumers were female and 43% were married; depressive episodes accounted for 20%
of separations; mental and behavioural disorders related to alcohol abuse accounted for
15% of separations; and schizophrenia accounted for 4% of separations (AIHW, 2008).
Females, consumers in mid-adulthood and people suffering from alcohol-related
disorders accounted for the greatest number of separations in Australian mental health
services.

Consumers accessed Australian community and hospital-based ambulatory services on
approximately 594 436 occasions during 2005 and 2006 (AIHW, 2008). This figure is
an overestimate because consumers can access more than one service at a time.
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Following are data of consumers who had the most contacts with ambulatory services
during 2005 and 2006; 23% of contacts were made by consumers aged between 25 and
34 years of age; approximately 53% were male; 71% had never been married; and 67%
of contacts occurred in major cities (AIHW, 2008). Thirty-two percent of contacts were
made by sufferers of schizophrenia, 11% by people with depressive episodes and 7% by
people with bipolar affective disorders (AIHW, 2008). Consumers who were young
adults, had never been married, lived in major cities and suffered from schizophrenia
accounted for the greatest number of contacts with community and hospital-based
mental health ambulatory care services in Australia.

1.3 The family mental health caregiving construct
The construct of mental health caregiving has empirically been found to be
multidimensional in nature (Schene, van Wijngaarden & Koeter, 1998; Szmukler,
Burgess, Herman, Benson, Colusa & Bloch, 1996). Ten independent positive and
negative dimensions of family mental health caregiving have been found (Szmukler et
al., 1996). The most widely investigated outcome variables in the mental health
caregiving literature have been burden and coping (Bulger, Wandersman, & Goldman
1993; Cook, Lefley, Pickett & Cohler, 1994; Fadden, Bebbington & Kuipers, 1987;
Heru, 2000; Jones, 1997; Mannion, 1996; Maurin & Boyd, 1990; Noh & Avison, 1988;
Pickett, Cook & Cohler, 1994; Pickett, Cook, Cohler & Solomon, 1997; Provencher &
Mueser, 1997; Reinhard & Horwitz, 1995; Schene, Tessler & Gamache, 1994). I now
review some of the findings on family burden and coping. Burden consists of two
dimensions: subjective and objective (Hoenig & Hamilton, 1966; Solomon & Draine,
1995). Subjective burden is the degree of negative feelings families experience in
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relation to caregiving whilst objective burden is the extent to which families perceive
burden and may include financial hardships and disruptions to family life (Solomon &
Draine, 1995). Dimensions of subjective burden include: grief, symbolic loss, chronic
sorrow, emotional fluctuations and empathic pain (Marsh & Johnson, 1997). Subjective
burden has been found to be more prevalent in wives than husbands caring for spouses
with depression (Fadden, Bebbington & Kuipers, 1987). Many of the negative emotions
experienced will be identified in each phase of caregiving addressed in Chapter Three.

Parents’ positive appraisals of their relationships with adult children with mental illness
significantly predicted perceived subjective burden (Pickett et al., 1997). A sample of
222 parents positively rated relationships with their children. Emotional and cognitive
aspects of burden were used to measure subjective burden. Comparisons were made
against a control group of 434 parents of adult children who did not suffer from mental
illness. Perceived positive relationships negatively predicted burden and this finding
remained even when characteristics of parents and children were entered into regression
equations. Similar to findings from other research, the gender of parents and adult
children predicted perceived positive relationships. Relations with adult daughters were
perceived more positively compared with sons. Mothers perceived relationships to be
more positive than fathers. Parents perceived that positive relationships helped reduce
perceived subjective burden. Care recipients suffering from mental illness had recently
entered a rehabilitation program - this may have meant parents responded more
favourably because of possible reductions in caregiver distress (Pickett et al., 1997).

Objective burden has been defined as help and monitoring provided to relatives in terms
of daily living activities such as domestic duties and self care (Schwartz & Gidron,
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2002). Dimensions of objective burden include: symptomatic behaviour, caregiving
demands, family disruption, mental health service delivery and stigma (Marsh &
Johnson, 1997). Symptomology of objective burden has been measured in many studies.
Symptomatic behaviour significantly correlated with worrying which was defined as
interpersonal cognitions families had in relation to, for example, the safety of relatives
safety (Tennakoon et al., 2000). Parental carers experienced more stigma than sibling
carers. Stigma correlated more highly with spiritual coping strategies than with
practical, emotional or detachment strategies (Tennakoon et al., 2000). Kinship
relationship with consumer influenced experiences of stigma and carers were more
likely to use spiritual coping strategies in order to manage stigma.

Stigma was explored in 122 German families caring for relatives with schizophrenia
(Angermeyer, Schulze & Dietrich, 2003). The study’s sample mainly consisted of
mothers, and all participants were members of advocacy groups. Relatives reported their
experiences of stigma in focus groups; the experiences were then classified into four
domains. Families experienced the direct effects of stigma through structural
discrimination and interpersonal interactions, such as the lack of information provision
by mental health professionals. Families reported experiencing indirect stigma in the
form of public images of mental illness and accessibility to social roles, such as
employment. Stigma such as a dimension of objective burden was experienced directly
and indirectly by carers.

Two groups of carers participated in a study investigating dimensions of family burden
(Bibou-Nakou, Dikaiou & Bairactaris, 1997). Thirty-one carers of chronic
schizophrenic relatives and 21 carers of sub-chronic schizophrenic relatives participated
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in the study. Subjective and objective burden were measured although findings related
to objective burden are reported here. Objective burden was defined as problems or
difficulties which arose from activities associated with caregiving (Bibou-Nakou et al.,
1997). A number of factors were used to measure objective burden, such as finances,
social relationships and illness related knowledge. Correlation analyses were performed.
Factors of objective burden correlated with general health and perceived mastery. In
particular social relationships had the strongest significant relationship with general
health and finances had the strongest significant relationship with perceived mastery.
The findings suggest families experience more burdens if relatives have deficits in
social roles. Perceptions of mastery were most related to financial burden. Interpersonal
relationships between carers and consumers were significantly related to passive coping
strategies in managing with daily problems. Employment and household affairs
significantly related to variable ways of coping. The direction of the identified
relationships cannot be stated from this correlation study (Bibou-Nakou et al., 1997).

Coping strategies have been found to mediate the degree of burden experienced by
carers. Coping has been defined as activities or resources which reduce the incidence of
strain (Solomon & Draine, 1995). Coping was found to mediate the effects of subjective
burden experienced in a large sample of American family carers (Solomon & Draine,
1995). There are a number of different coping strategies carers employ which may or
may not be effective in moderating psychological distress or burden. Accommodative
coping is a strategy which involves adjusting a person’s goals in response to chronic
problems. It was found to be effective in increasing overall well-being in middle-aged
parents caring for relatives with serious mental illness (Seltzer, Greenberg, Floyd &
Hong, 2004). Alternatively problem solving and emotion-focused coping were found to
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be ineffective in reducing psychological distress in mothers caring for relatives with
mental illness (Seltzer, Greenberg & Krauss, 1995). Both coping strategies consist of
cognitive and behavioural strategies. Problem-focused coping is aimed at changing or
managing stressful events, while emotion-focused coping aims to reduce or manage
emotional distress. Emotion-focused coping was found to actually increase depressive
symptoms in carers.

Two dimensions of negative experiences of caregiving (Negative Symptoms and
Difficult Behaviours) positively correlated with emotion focused and practical coping
strategies but did not correlate with spiritual coping strategies (Tennakoon et al., 2000).
Forty primary carers participated in this investigation and the majority was female
parental carers, on average 25 years old and living with consumers. In another study,
carers who experienced subjective burden tended to use problem-focused coping in
order to manage consumers’ negative, but not positive, symptoms (Webb et al., 1998).
These findings were based on a sample dominated by older white married females, with
approximately half of the sample living with consumers. Various coping strategies
impact on positive and negative experiences of caregiving in different ways. It was
suggested that the effectiveness of coping strategies is dependent on the carers’ stage of
life (Webb et al., 1998). Emotion-focused coping was ineffective for caregiving
mothers. Problem-focused coping was effective in managing consumers’ negative
symptoms.

Mental health researchers have explored relationships between family caregiving and
carers’ mental health. Measures of psychological distress and morbidity have been used
to measure carers’ mental health. Twelve percent of British carers of relatives with
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psychosis suffered from general psychological morbidity (Tennakoon et al., 2000).
British carers of adolescents suffering from bulimia or unspecified eating disorders
obtained a mean score of 15 out of a total score of 36 for psychological morbidity as
measured by the General Health Questionnaire (GHQ) (Winn et al., 2007). A
relationship between carer well-being and perceived frequency of positive symptoms in
consumers was found (Webb et al., 1998). Few studies have explicitly enquired if carers
suffered from mental illness. In those that have, it was reported, for example, that eight
out of 20 carers had received treatment for depression after relatives’ illness onset
(Veltman, Cameron & Stewart, 2002). It has not been determined if mental health
caregiving causes psychological morbidity. There appears to be a relationship between
the presence of psychosis or positive symptoms in consumers and the presence of
morbidity in carers. The limited research that has been conducted in this area tends to be
correlation studies.

The caregiving construct also includes positive experiences of caregiving. Caregiving
has been found to be a rewarding experience with families reporting intimacy and
gratification gained from their relationships with schizophrenic relatives (Heru, 2000).
Objective burden was less prominent in this sample because carers were not required to
assist relatives with daily living activities. It may be that family intimacy is rewarding,
while family conflict increases the degree of burden (Heru, 2000). Caregiving can be
rewarding when intimacy is enhanced in relationships between carers and consumers.

Intimacy was found to positively correlate with caregiving gratification in American
parental carers of adults with schizophrenia (Bulger, Wandersman, & Goldman 1993).
Intimacy substantially predicted caregiving gratification more so than consumers’
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symptoms. Gratification and intimacy were more prominent in the lives of carers than
burden or conflict. Reports of gratification were greater compared with external
research, and in this study the incidence of burden was less. It was postulated that carers
may have minimized burden for the following reasons: as a coping strategy, to appear
socially desirable or because they may have adjusted to feeling burdened (Bulger,
Wandersman, & Goldman 1993).

Degree of burden is related to consumers’ positive contributions to families. Fifty-five
carers and 36 consumers participated in an Australian exploration study on positive
contributions consumers make to their families (Ludbrook & Hafner, 1998). Carers
rated contributions consumers made to families in the previous six months;
contributions ranged from financial to household support. Both parties reported on
consumer symptomology. Carers reported their overall positive or negative experiences
of caregiving. Perceived mental health was a measure of subjective burden and
emotional support was a measure of consumers’ contributions to families. Consumers
reported symptom severity was the strongest predictor of families’ satisfaction, a
finding which has not been supported by other research (Chen & Greenberg, 2004;
Schwartz & Gidron, 2002). Carers perceived mental health was significantly correlated
with emotional support (r = .46, p < .005). Consumers’ contributions to families’
resembled gender stereotyped roles. When consumers were ill, families reported
females contributed less to families than males. High gratification scores may have been
affected by duration of caregiving (Chen & Greenberg, 2004). Consumers had the
opportunity to select which family members participated in the study and may have
selected members they shared more positive relations with. Also a large number of
consumers chose to continue living with families despite available public housing,
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which suggests family members enjoyed living with each other (Chen & Greenberg,
2004).

Implementation of a large scale eight session therapeutic program under randomized
controlled trial conditions resulted in increased caregiving satisfaction among American
family mental health carers (Pickett-Schenk, Bennett, Cook, Steigman, Lippincott, &
Villagracia et al., 2006). Programs were facilitated by trained family carers and
members from the same families had the option to attend. The program was
collaboratively developed by carers, consumers and professionals. There were 231
participants in both the intervention and control groups. Approximately ten to 15 carers
participated in each group. Some components of the multimodal psychosocial program
included: provision of information about mental illnesses and services, learning coping
strategies and ways to support consumers during recovery. It was argued that teaching
families how to facilitate consumers’ recovery improved relations between consumers
and families which lead to greater caregiving satisfaction. It was also postulated that
experiential knowledge shared by family facilitators was more openly received by
families (Pickett-Schenk et al., 2006). Psychosocial group programs based on promoting
consumer recovery and facilitated by carers has been found to increase caregiving
satisfaction.

Ninety-three parental Jewish carers living with adults suffering from schizophrenic
disorders in Israel participated in a study on caregiving gratification (Schwartz &
Gidron, 2002). Caregiving gratification, illness severity, subjective and objective burden
were measured. Dimensions of gratification which carers most frequently endorsed
included: satisfaction from fulfilling parental duties and prioritizing aspects of life.
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Hierarchical regression indicated subjective and objective burden, and illness severity
did not predict caregiving gratification (Schwartz & Gidron, 2002). Carers had been
attending self-help groups, which is an example of problem-focused coping and may
have contributed to greater gratification in carers (Schwartz & Gidron, 2002). The fact
that the sample consisted mainly of older unemployed mothers may have resulted in
perceptions that caregiving was part of the mothers roles (Schwartz & Gidron, 2002).
Other study limitations included recruitment of participants through convenience
samples. Burden and illness severity did not predict carer gratification, and high levels
of caregiving gratification were experienced.

A number of different caregiving gains have been reported by family carers. Caregiving
gains were investigated in a sample of 560 American families caring for relatives with
schizophrenic related disorders (Chen & Greenberg, 2004). Structured telephone
interviews were conducted. Sixty-nine percent of carers reported they had become more
sensitive to persons with disabilities. Fifty-seven percent reported prioritizing aspects of
life and 53% reported identification of personal strengths. Fifty percent reported feeling
closer to God, 49% reported experiencing personal growth and 45% reported having
more intimate family relations. Females and carers with less education experienced
greater gains. Gains were attributed to informal support such as family support and
formal support from mental health staff. There was no relationship between
symptomology and caregiving gains. The high number of positive gains reported may
have been influenced by socially desirable responding (Chen & Greenberg, 2004).
Despite the presence of consumer symptoms, carers continued to experience caregiving
gains.
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Caregiving satisfaction, gratification and gains have been explored in the context of
positive experiences of caregiving. Findings have been inconsistent about whether or
not illness severity or symptomology predict positive experiences of caregiving. The
type of positive caregiving gains experienced varies. Positive experiences of caregiving
have been predominantly measured in parents caring for adult children with
schizophrenic related disorders. To determine which variables predict positive
experiences of caregiving, factors such as social desirability and coping strategies need
to be controlled.

1.4 Caregiving life course approach
For some family members, living with care recipients means their relationships
transitioned from premorbid kinship relations to relationships of caregiving. This has
been found to occur in spousal carers of dementia sufferers (Rudd, 2003). Parents caring
for adult children with psychiatric illnesses, however, perceived selves to be in the role
of eternal parent (Schwartz & Gidron, 2002). The transitions people appear to make
differ depending on the type of kinship relation they have with care recipients. The
temporal path of carers with differing kinship relations to relatives suffering from
dementia, heart disease or stroke were investigated (Seltzer & Li, 1996). Duration of
caregiving and perceptions of caregiving were measured and a significant relationship
between these factors was evident in wives (Seltzer & Li, 1996). Wives reported a
gradual transition into caregiving, while daughters reported an abrupt transition. Some
carers found it difficult to pinpoint when the role of caregiving commenced because
they perceived caregiving tasks to be an extension of an already inherent caring role.
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Wives and spouses involved in some form of caregiving appeared to gradually
transition into caregiving roles whilst for other carers the transition was abrupt.
Life course perspectives have commonly been adopted in order to understand families’
experiences of mental health caregiving. Life course perspectives are based on the
notion that across time, there are different stages or phases in peoples’ lives that are
linked to age (Hagestead & Neugarten, 1990). Mental illness is a traumatic event for
consumers and their families which interrupt the life course (Lefley, 1996). Adult
children suffering from mental illness, for example, are expected by society to leave the
family home; however, some may not leave the care of their aging parents. Siblings’
adult lives may include caregiving. Direct contact between carers and relatives with
psychosis reduces in the later stages of illness (Schene et al., 1998). In undertaking
research on family mental health caregiving I decided to incorporate a life course
framework.

1.5 World mental health policies
1.5.1 Australia
I now provide a brief overview of Australian mental health policies, initiatives and
organization of the mental health system. Mental health is a national priority in
Australia (AIHW, 2001). State and territory governments and the Australian
government have committed to the following national mental health initiatives: National
Mental Health Strategy (NMHS) and the Council of Australian Governments (COAG)
National Action Plan on Mental Health 2006-2011 (AIHW, 2008). One of the overall
aims of the NMHS is to reduce the adverse of mental illness on families. The overall
aim of the five-year National Action Plan on Mental Health 2006–2011 is to promote
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better mental health and provide support to consumers and their families (AIHW, 2008).
The National Mental Health Policy (2008) has four aims which Australian governments
and nental health services should be achieving (Commonwealth of Australia, 2009b).
Firstly, mental health and well-being should be promoted in communities and the
incidence of mental illness should be reduced. The adverse impact mental illness has on
consumers, carers and communities is to be reduced and mental health recovery is to be
promoted. The rights of consumers are to be supported and meaningful lives for
consumers should be promoted.

Australian mental health services consist of both public and privately delivered services.
Public services can be partitioned in the following ways: primary care such as general
practitioners, specialized services delivered in hospital and community settings,
community residential services and not-for-profit non-government agencies (Whiteford,
Thompson & Casey, 2000). Private services include hospital services and governmentfunded rebates are available for specialized services such as psychological interventions
(Whiteford et al., 2000). Medicare, the nation’s government-based health care funding
system, enables Australians to access free public mental health services. Only
approximately 30% of the population has private health insurance (Whiteford et al.,
2000). In order to provide all Australians with better access to services, the Australian
government subsidizes private mental health services through the Medicare Benefits
Schedule (MBS) (Commonwealth of Australia, 2009a), subsidizes prescription
medications through the Pharmaceutical Benefits Scheme (PBS) and subsidizes private
health insurance. The Australian government provided 74% of the total $1 474 million
spent on mental health during 2005 and 2006 to MBS and PBS. The total Australian
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government expenditure on mental health care has on average annually increased by
6.2% since 2001-2002 (AIHW, 2008).

Australia’s first National Mental Health Strategy (NMHS) established in 1992 resulted
in a national policy and plan (Whiteford et al., 2000). More than ten years have passed
and changes or lack of changes have been noted (Whiteford & Buckingham, 2005).
Positive reform has for example included, for example, a 65% increase in government
spending on mental health, although spending has differed between states. Outcome
measures based on consumers’ perspectives have begun to be collected (Whiteford &
Buckingham, 2005); however, this practice has not been extended to families and
carers. It has been argued that policies have not been implemented as outlined in
Australia’s NMHS (Groom, Hickie & Davenport, 2003; Hickie, Groom, McGorry,
Davenport, & Luscombe, 2005). Early intervention programs, for example, have been
poorly implemented. Nonetheless, it has also been argued that mental health services
have been changing in directions outlined by health policies and that the problem lies
with the speed and extent with which reform has occurred in the past ten to 15 years
(Whiteford & Buckingham, 2005).

1.5.2

International mental health policies

I now briefly outline the policies, initiatives and plans for mental health services in three
developed countries: United States, Canada and England. I describe how each country’s
mental health system is organized and how services are delivered.
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1.5.2.1

United States

The national governing body for mental health services in the United States is the U.S.
Department of Health and Human Services’ (HHS) Substance Abuse and mental health
services Administration (SAMHSA) (U.S. Department of Health and Human Services,
2009). Nineteen American States have national mental health plans (Pirkis, Harris,
Buckingham, Whitford, & Townsend-White, 2007). The President’s New Freedom
Commission Report, a landmark document which was released in 2003, acknowledged
the need for mental health to become a national priority (New Freedom Commission on
Mental Health, 2003). Substantial funding for mental health has not been a priority in
American states; for example, spending on state mental health has slowed whilst state
government expenditure continues to grow (Aron, Honberg, Duckworth, Kimball,
Edgar & Carolla, 2009).

The U. S. mental health services consist of public and private services which can be
divided into four sectors: 1) primary care such as general practitioners; 2) volunteer
organizations such as self-help groups; 3) human services sector such as social services
and school counselors; and 4) specialty services such as psychologists and psychiatrists
(HHS, 1999). Public services are operated by governments, and private services are
operated and financed privately. State and local governments fund public mental health
services, although the federal government does fund specialized programs. Public
mental health services are available for people with no health insurance, people with
limited insurance coverage which does not include mental health, and people who have
already utilized their mental health insurance coverage. Approximately 70% of the U.S.
adult population has public or private health insurance. Seven percent of this figure
includes people with Medicare and Medigap insurance, which are national health
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insurance programs provided to the unemployed or low-income earners (HHS, 2009b).
Managed care provides a variety of payment and funding strategies for insurance
companies when previously health care was financed through fee-for-service. Managed
care has been implemented in order to deliver appropriate services in the most
appropriate settings (HHS, 2009a). Health Maintenance Organizations (HMO) and
Preferred Provider Organizations (PPO) are examples of managed care plans. HMOs
provide care and monitor the extent of service use by consumers (Manderscheid,
Henderson, Witkin, & Atay, 2000). PPOs are insurers who have established networks of
service providers that insured people can access for treatment. People who choose to use
alternate services to those recommended by PPO’s result in insured people paying a feefor-service.

Approximately 16% of the U.S. adult population has no health insurance (HHS, 2009b).
In a one-year period, approximately 28% of Americans were diagnosed with mental or
addictive disorders, and 20% of this population did not receive treatment in one year;
2% of the U.S. population utilized public mental health services; 1% of the U.S.
population was found to utilize inpatient treatment, and one-third of this population
received treatment through public mental health services. These findings indicate that
people who use publich inpatient services are more severely ill (HHS, 2009b). A large
portion of Americans who do have health insurance access it through employer
programs. More comprehensive insurance is provided for general health than for mental
health (HHS, 2009b). One of the reasons coverage is limited is because insurance
companies fear the costs associated with possible long term treatments such as
psychotherapy or hospitalizations (HHS, 2009b).
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The National Alliance for the Mentally Ill (NAMI) conducted two national reports in
2006 and 2009 titled ‘Grading the States: A report on America’s health care system for
adults with serious mental illness’ (Honberg, Duckworth, Carolla, Hilt, Graf & Buck et
al, 2006; Aron, et al., 2009). NAMI is the largest mental health advocacy agency in
America (Aron, et al., 2009). These reports measured the status of public mental health
services across 51 American states (Aron, et al., 2009). States’ mental health services
were measured in four areas and each area received a different score percentage: a)
Health Promotion and Measurement (received 25% of the grade); b) Financing and Core
Treatment/Recovery Services (received 45% of the grade); c) Consumer and Family
Empowerment (received 15% of the grade); and d) Community Integration and Social
Inclusion (received 15% of the grade). Questionnaires addressing each of these areas
were primarily completed by state mental health agencies. Each of the four categories
was combined to provide an average overall score for each state and an overall score for
the United States. The quality of services was scored alphabetically, an ‘A’ indicating
high quality services. In 2006 and 2009, America earned an overall score of ‘D’ which
indicated America’s mental health services were sorely in need of repair. In 2009,
approximately 60% of American states earned a D or F. Scores indicated that the area of
‘Consumer and Family Empowerment’ has not been prioritized (Aron, et al., 2009).
NAMI did acknowledge some improvements had been made in the three-year period in
some states; however, the scores reflected no overall improvement. NAMI concluded
that the American public mental health system was in crisis, and argued this was due in
part to the lack of involvement of federal government agencies (HHS & SAMHSA) in
developing standards for collation of data from state and local levels (Aron et al., 2009).
It should be noted that NAMI supports a biochemical disease model of mental illness
whilst Kelly (1991) perceived mental illness to be a problem with construing.
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1.5.2.2

Canada

One-in-five Canadians will suffer from mental illness in a one-year period (Health
Canada, 2002). It has been estimated that the economic burden of mental illness
annually in Canada is Can$14.4 billion (Health Canada, 2002). Canada however does
not have a national plan or strategy (Canadian Alliance on Mental Illness and Mental
Health [CAMIMH], 2000). Canada has ten provinces and two territories, all of which
deliver mental health care; however, plans for only four Canadian provinces were
identified (Pirkis et al., 2007). The CAMIMH is the largest coalition in Canada
dedicated to improving mental health. The organization consists of consumers, families,
professional agencies and health care agencies. CAMIMH has proposed a national
mental health plan and has highlighted three areas which need reform: 1) accessibility to
mental health services; 2) the need to address stigma and discrimination; and 3) the
need to collect national data in a systemic manner (CAMIMH, 2000).

The Canadian mental health system is in some ways similar to Australia’s. Canada has a
national health insurance program, Medicare, which allows Canadians free access to
medical and hospital care (Goering, Wasylenki & Durbin, 2000). There are four aspects
to the system: 1) Provincial Psychiatric Hospital (PPH) services; 2) General Hospital
Psychiatric Unit (GHPU) services; 3) community mental health programs; and 4)
professionals offering specialized private services. In order to better integrate mental
health services. Canada created independent mental health authorities that manage
mental health budgets for specified regions. Some of the positive outcomes noted by
provinces which have implemented this approach, such as New Brunswick, included
increased funding for mental health services and reductions in hospital beds and
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psychiatric unit admissions (Goering et al., 2000). Canadian provinces have also been
working on implementing evidence based practices and therapies (Goering et al., 2000).

1.5.2.3

England

England has a national mental health framework and plan. England released a ten-year
National Health Service Framework for Mental Health (Department of Health [UK],
1999b) which consisted of seven standards: 1) Mental Health Promotion; 2 and 3)
Primary Care and Access to Services; 4 and 5) Effective Services for People with
Severe Mental Illness; 6) Caring about Carers; and 7) Prevention of Suicide. The sixth
standard, Caring about Carers applied directly to family carers. England’s mental health
plan was delivered in the 2000 National Health Services Plan (Department of Health
[UK], 2001). The Department of Health’s landmark document, the ‘Modernising mental
health services: Safe, sound and supportive’ outlined ten guiding principles mental
health services need to meet (Department of Health [UK], 1998). The government also
delivered a national strategy for carers, ‘Caring about Carers’, which was based on three
strategic elements: 1) providing information; 2) support; and 3) care to carers
(Department of Health [UK], 1999a).

In England, approximately one in six adults suffer from mental health problems and one
in 250 suffer from psychotic illnesses (Department of Health, 1999b). The taxationfunded National Health Service (NHS) provides free mental health care to citizens at
county government level because the county receives funding through taxation
(McCulloch, Muijen & Harper, 2000). England’s mental health services consist of
public and private services. Primary care is available and specialized care is provided by
mental health NHS trusts which are purchased by health authorities. Mental health trusts
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provide treatment for people with severe mental illnesses and a small private sector
exists which is purchased by health authorities and insured persons.

Two of the problems England is attempting to rectify in mental health services are
service integration and provision of effective services. One problem arises from the
variety of independent agencies delivering sevices to persons with severe mental
illnesses. One way the government aims to rectify this problem is through establishment
of a Care Programme Approach (CPA), where care plans and specified care coordinators are involved in the treatment of consumers with serious illness (Department
of Health [UK], 1999b). It was also outlined in the national framework that England is
trying to provide more effective services for consumers. Services need to be timely,
comprehensive and attempt to prevent further crises (Department of Health [UK],
1999b).

Developed countries have begun to acknowledge mental health to be a national priority
(AIHW, 2001; Commonwealth of Australia, 2009b; Department of Health [UK],
1999b). Developed countries have established national or state mental health plans
(Pirkis et al., 2007) as opposed to developing countries (World Health Organization,
2005). Core features of mental health plans have been identified throughout developed
countries and have been classified into five groups: 1) specialist clinical services; 2)
psychiatric disability support services; 3) mental health promotion and mental illness
prevention services; 4) primary care and/or general health services and; 4) other services
(Pirkis et al., 2007).
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In England, carers are entitled to ‘carer plans’ and the needs of carers are to be assessed
at least once a year by health staff (Department of Health [UK], 1999a). England also
developed a national strategy for all types of carers. Service outcome data are collected
from consumers in both England (e.g. annual National Survey of Patient and User
Experience) and Australia in order to evaluate services from the consumer’s
perspectives. The four countries I have reviewed here considered the promotion of
mental health to be important. They all fund mental health services at a state, province,
territory or county level and to different degrees provide national mental health
insurance plans. Australia, Canada and England have national insurance plans which
allow citizens access to free mental health care whilst in the United States this insurance
plan is restricted to the unemployed or low-income earners.

1.6 A summary of family mental health caregiving,
carers’ journeys and world mental health policies
In Chapter One, I provide a review of the characteristics of Australian family mental
health carers and their journeys. An indication of illness severity which care recipients
suffer was supplied. In order to gain an understanding of the construct of caregiving,
concepts commonly investigated in the caregiving field were reviewed. The concepts
included: dimensions of burden, coping, positive gains and gratifications; with some
concepts receive less attention in the research field than others. Current Australian and
international mental health policies, initiatives and mental health services were outlined.
A brief overview of funding, service organization and current service and system
problems in these countries was provided.
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CHAPTER TWO

An exploration of models of family members’ experiences of
mental health caregiving

“This has been a journey and still is. It isn’t a journey that you have planned or looked
forward to as one dreams of doing something in the future.” Participant
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Nine models based on family mental health caregiving of relatives with serious mental
illness were identified from the literature (Burland, 1998; Carpentier, Lesage, & White,
1999; Karp & Tanarugsachock, 2000; Milliken & Northcott, 2003; Muhlbauer, 2002;
Pagnini, 2005; Tessler, Killian & Gubman, 1987; Tuck et al., 1997; Tweedell, Forchuk,
Jewell & Steinnagel, 2004). Several more perspectives were also identified from
research on caregiving for psychiatric illness and geriatric illness (Bland, 1998; Cook et
al., 1997; Howard, 1998; Jones, 2004; Levine & Ligenza, 2002; Milliken, 2001; Schene
et al., 1998; Seltzer & Li, 1996; Stein, Mann, & Hunt, 2007; Stein & Wemmerus, 2001;
Tennakoon et al., 2000). Some of the similarities observed in models included: adoption
of a life course framework and having similar signposts throughout the course of
caregiving. Differences observed in models included: use of samples with differing
kinship relations and consumer diagnoses; ideal or proposed phases in contrast to
empirically supported phases; limited scope of some models in accounting for certain
experiences or transitions; and the sequential or cyclical nature of models.

Sound conceptual models should meet the following six standards: 1) be firmly based
within a theoretical framework; 2) provide understandable and accurate descriptions; 3)
be internally consistent; 4) be economical; 5) address psychological events; and 6) be
extensive and defined in order to address particular phenomena (Viney, 2006).
Conceptual models can be beneficial for a number of reasons. Models have the ability to
reduce the complexity of the domain under investigation, trigger new areas of research
in the area under investigation and help clinicians anticipate how best to work with
certain groups of people in practice (Viney, 2006).
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2.1 Evaluation of nine models of caregiving for relatives
with serious mental illness
2.1.1.

Model 1: Initial phases of family mental health
caregiving

Carpentier et al. (1999) investigated the experiences of family carers during the early
stages of mental illness in 48 Canadians. Consumers suffered from schizophrenia or a
major affective disorder and participants were their primary carers. Participants were
interviewed retrospectively and information was also gathered from consumers’ medical
records. Interviews focused on the researchers’ theoretical model, support during illness
onset and use of mental health services. Participants’ kinship relations differed,
although most prominent were parent and sibling carers. Six caregiving paths were
identified and each consisted of three stages.

The first family trajectory consisted of: a) crisis and recognition of unusual behaviours
in consumers; b) inability to search for alternative means of treatment in a short period;
and c) forcible hospitalisation of consumers. The second family trajectory consisted of:
a) identification of unusual behaviours in consumers when in high school, and external
agencies directing attention to these behaviours; b) the education system linking
consumers with support; and c) psychiatric hospitalizations. Half of this group were
voluntarily admitted which simplified the process due to service familiarity. The third
type of trajectory involved: a) gradual decline in consumer functioning characterized by
social withdrawal and an accumulation of problems, (this typology consisted mostly of
two parent families); b) families use of their own resources to deal with situations; and
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c) parents connecting consumers with mental health sServices and a gradual decline in
consumer functioning allowing families to prepare for hospitalisation.

The fourth type of family trajectory resembled the previous typology except: a) families
traced the illness to triggering events which confirmed the need for mental health
support; and b) the consumer received involuntary treatments. This typology included
the largest number of consumers who had received outpatient treatment. The fifth
family typology involved: a) families living under difficult circumstancess such as
single-parent families, and families unable to differentiate symptoms of illness from
adelscent behavioural problems becaue of insidious onset of the illness and lack of
knowledge; b) families who did not seek support early and consumers who were
opposed to assistance; and c) families with internal problematic relationships and whose
ill member received involuntary treatments. The last typology consisted of: a) the
identification of mental health issues by health professionals; b) abstinence from mental
health support; and c) involuntary treatments. Generalization of the investigation’s
findings were limited because the main consumer diagnosis was schizophrenia, the
sample only included families of consumers who had been hospitalized and findings
accounted for only early experiences of caregiving.

2.1.2 Model 2: Thematic model of family caregiving for relatives
with psychosis
Tweedell et al. (2004) reported a longitudinal study of nine Canadian families’
experiences prior to treatment of relatives’ psychotic episodes. Families were recruited
through purposive sampling. Participants were Caucasian, had differing kinship
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relations with consumers and their time spent living with relatives’ illnesses ranged
between three and 15 years. Semi-structured interviews were conducted over one year
and the following themes were found: Hopes, Fears, Changes in Family Relationships
and Troubling Symptoms. Hope centered around three areas: 1) hope for the return of
the consumer’s former self; 2) cautious optimism; and 3) hope for improvement.
Families’ own hopes for themselves were not mentioned, although this has been
identified in other models (Tuck et al., 1997). Families’ fears were fuelled by the
uncertainty of effective medications and their relatives’ dependencies. Positive changes
noticed in relatives sparked positive responses in the way families’ interacted with
them. Families felt vulnerable during this tenuous period of ‘recovery’. Families’
reflections on relatives’ psychotic symptoms provoked worry and created an
environment where family members felt they were living on tenterhooks. The emotions
families experienced included: hope, fear and anxiety, vulnerability and positive
emotions.

2.1.3 Model 3: Family mental health caregiving model
Twenty-six Nebraskan family members caring for relatives with serious mental illness
participated in research investigating phases of family mental health caregiving
(Muhlbauer, 2002). Carers were recruited through their attendance at a
psychoeducational program. Overall, participants were Caucasian, well educated,
middle class and their kinship relation with consumers differed, along with consumers’
diagnoses. Six phases were identified in the model: 1) Development of Awareness; 2)
Crisis; 3) Instability and Recurrent Crises; 4) Movement Toward Stability; 5)
Continuum of Stability; and 6) Growth and Advocacy (Muhlbauer, 2002). Family
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members experienced frustration in Phase 1, although denial was not identified in this
phase even though it has been found in other models (Milliken & Northcott, 2003).
Denial has also been identified in Phase 2 of similar models (Tessler et al., 1987). Phase
1 included carers’ recognition that problems existed and engagement in help seeking
behaviours. In Phase 2 emotions ranged from relief and optimism to distress. Carers
were unable to manage problems, diagnoses were made and carers experienced
difficulties communicating with mental health professionals. Anger, grief, loss and
dissatisfaction were emotions experienced in Phase 3. This phase consisted of instability
and recurrent crises, search for explanations, experiences of stigma and dissatisfaction
with staff and services. In Phase 4 carers managed feelings of guilt and hopelessness.
Carers attempted to regain control, alter their perceptions and expectations and gain
techniques for symptom management. In Phase 5, the only emotion identified was
depression and this phase involved carers’ further management of consumers’
symptoms and utilization of support systems. Fear about the future, awareness of
personal growth, increased feelings of competency, satisfaction, comfort and
helplessness were emotions experienced in Phase 6 (Muhlbauer, 2002).

2.1.4 Model 4: Carers NSW: Carers’ Life Course Framework
Six stages were identified in an Australian family mental health caregiving model
funded by Carers NSW and the NSW Health Department (Pagnini, 2005). Sixty family
members participated in nine focus groups. The majority of participants were Caucasian
and parents. Consumers suffered from a range of disorders. Phases of caregiving
emerged from focus group interviews. Phases of the model included: 1) Suspicion that
Something is Wrong; 2) Confirmation of Mental Illness; 3) Adjustment; 4)
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Management; 5) Purposeful Coping; and 6) End of Active Caring Role. Variability
existed within phases: for example, Phase 1 varied from short to prolonged periods
depending if symptoms emerged suddenly or insidiously. Phase 2 was marked by the
emotions: denial, sorrow, anger, grief, guilt, frustration and hope for a cure. This phase
was characterized by: a) confirmation of mental illness; b) confidentiality issues; and c)
need and want for information. Phase 3 was characterized by: a) the realization life has
changed; b) commencement of treatments; c) attempts to stabilize consumers; d) the
emotions of fear, guilt, sorrow, anger, loss, compassion, worry, anxiety and love; e)
attempts to ‘fix’ the problem especially men; and f) first experiences of stigma. Phase 4
was not experienced by all carers and, for those that did, they were able to easily move
back to Phase 3 when crises occurred. Carers in Phase 4: a) incorporated the caring role
into their life; b) possessed a variety of coping strategies and engaged in symptom
monitoring; and c) experienced anxiety, stress and depression. Phase 5 was
characterized by: a) proactive coping; b) participation in programs based on self change
and reduced involvement with consumers; and c) meaning making through religion,
spirituality or advocacy. In the sixth and final phase caregiving came to an end in one of
the following ways: a) decision to terminate the relationship by consumers or carers or,
b) death. The emotions of grief, loss, guilt, anger, sadness and love were experienced in
this phase. Phases 1 and 2 were sequential whilst Phases 3 and 4 were cyclical. Phases 4
and 5 were not reached by all carers and Phase 6 was an end point to caregiving or a
temporary break.
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2.1.5 Model 5: The family mental health caregiving journey
Tessler et al. (1987) outlined nine stages throughout the caregiving journey which were
empirically supported by interviews with American families of relatives with mental
illness. Thirty families participated in interviews; interviewees were mainly mothers,
although contributions from other family members were made. Consumers suffered
from schizophrenic disorders, depression or their diagnoses were unclear. The majority
of consumers had had multiple hospitalisations. The ethnicity of participants was not
mentioned. The stages of caregiving included: 1) Initial Awareness of a Problem; 2)
Denial of Mental Illness; 3) Labeling; 4) Faith in Mental Health Professionals; 5)
Recurrent Crises; 6) Recognition of Chronicity; 7) Loss of Faith in Professionals; 8)
Belief in the Family's Expertise; and 9) Worrying About the Future. All phases except
Phase 1 identified emotions experienced: denial in Phase 2, guilt in Phase 3, hope in
Phase 4, stigma, isolation and loss in Phase 5, pessimism in Phase 6, grief, loss and
bitterness in Phase 7, empowerment, relief and helplessness in Phase 8 and worry in
Phase 9. Perceptions of mental illness varied depending on gender and kinship
relationships. Female carers, for example, were more accepting that their sons had
mental illness (Tessler et al., 1987). Socioeconomic differences existed amongst carers;
for example, middle class families perceived stigma to be more of an issue than other
socioeconomic classes (Tessler et al., 1987).

2.1.6 Model 6: A model of parental mental health caregiving
Milliken and Northcott (2003) identified three stages of parental caregiving for young
adult children with schizophrenia. Twenty-nine Canadian families participated in openended interviews in order to understand positive and negative consequences associated
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with caregiving. A purposive sample was recruited and approximately half of the
sample included more than one member of the family. Participants were working class
and middle class. Four identities emerged: 1) Parent of a Teenager; 2) Disenfranchised
Parent; 3) Reenfranchised Parent; and 4) Emancipated Parent. The model was based on
a grounded theory approach. Emotions experienced in the first stage included: doubt,
confusion and denial, whilst in the second, fear, powerlessness, confusion, frustration,
worry and chronic grief were experienced. Emotions experienced in the third type of
identity were: continued grief, acceptance and periods of satisfaction. In the last stage,
satisfaction was experienced. The first parental identity was characterized by a discrete
period in time where parents considered relinquishing their duties as parents.
Unsuccessful attempts at gaining assistance for their ill child illustrated the
Disenfranchised Parental Identity. Parents consistently monitored their child’s illness.
The Reenfranchised Parental Identity was typified by parents regaining responsibility of
care for their child. Emancipated Parental Identities were ideally characterized by
parents remaining engaged with their child whilst relinquishing control over their
child’s life. As this was a cross sectional study, it could not be concluded that the stages
and identities found would occur in the prescribed order over time.

2.1.7 Model 7: Emotional phases of family mental health
caregiving
Karp and Tanarugsachock (2000) identified four emotional phases: 1) Experiencing
Emotional Breakdown in Social Norms and Values; 2) Diagnosis; 3) Illness Chronicity;
and 4) Acceptance. The first phase included failed attempts by families in understanding
their relative’s behaviours and involved doubting and denying the existence of mental
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illness. This phase also highlighted the diversity between chronic and rapid onset.
Emotions experienced in this phase included: guilt, confusion, doubt, anxiety, fear,
denial, love, sympathy and compassion. For some carers in Phase 2, diagnosis was
acknowledged early whilst for others it took years. Carers educated themselves,
searched for a cure, felt compassion and also experienced frustration in caring for loved
ones. Emotions experienced in this phase included: relief, love, compassion, hope,
frustration, sorrow, anger and resentment. In Phase 3, carers maintained hope, shared
their experiences with new carers, realized the unfulfilled potentialities of their relative,
realized their own losses and addressed the need to set boundaries. Sadness, grief, anger
and frustration were experienced in this phase. In the last phase there was acceptance of
the permanency of mental illness, and carers withdrew their attempts to find a cure in
order to maintain their own identities. Carers experienced a reduction in emotional
discomfort and experienced admiration for their relative.

2.1.8 Model 8: Emotional Stages of Response to Caregiving
The National Alliance for the Mentally Ill (NAMI) developed a conceptual model:
Emotional Stages of Response to Caregiving based on the experiences of American
family mental health carers (Baxter & Diehl, 1998; Burland, 1998). The literature did
not specify how the model was developed, although a similar model based on
consumers’ experiences was developed through literature reviews and interviews
conducted with convenience samples of consumers by the same authors. Similar
procedures may have been employed for the family model. The three-phase model was
simplistic in comparison to other available models because it did not account for the
cyclical nature of mental illness crises. It was advantageous that each phase of the
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model addressed mental health related events, emotions and carers’ needs. Phase 1,
Heads Out of the Sand, captured periods of crises and the emotions of denial and hope.
Phase 2, Learning to Cope, was characterized by recognition of mental illness and the
emotions: grief, anger, guilt and resentment. Moving into Advocacy was the last phase,
which included advocacy, understanding and acceptance.

2.1.9 Model 9: Thematic model of family caregiving for
schizophrenic relatives
Tuck et al. (1997) explored the experiences of nine American parents caring for male,
adult children with schizophrenia. A phenomenological approach was adopted and a
convenience sample was utilized. The majority of the sample was Caucasian. It was
unclear if more than one parent from the same family participated in the study, which
can be problematic in terms of biasing data. Participants were interviewed about their
experiences of caregiving and the following themes emerged: Struggling to Frame
Events as Normal; Seeking Help; Transformation of the Loved Child; Living with
Constantly Changing Levels of Hope; Endless Caring; Gathering Personal Meaning;
and Preserving Identity. Consumers had received diagnoses within ten years although
the length of time in which each theme had existed was not specified. The theme
Temporal Life World and the subtheme Knowing were represented throughout the
caregiving journey. The Temporal Life World theme was represented by the emotions:
confusion, pain and disappointment. The themes Struggling to Frame Events as Normal
and Seeking Help were both marked by confusion. Seeking Help also included worry,
frustration, feeling disheartened, shock and grief. Distress was evident in the theme
Transformation of the Loved Child. Hopefulness, disappointment and grief were
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experienced throughout the theme Living with Constant Changing Levels of Hope. The
theme Endless Caring was marked by anxiety, fear and loss, whilst the theme Gathering
Personal Meaning included helplessness and uncertainty. Loss of confidence was
identified in the theme Preserving Identity. Transcripts were reviewed by an
independent reviewer to ensure themes accurately reflected the data.

2.2 Similarities and differences between models of
caregiving
The models were reviewed and several similarities and differences were identified.
Some models were not linear (Milliken & Northcott, 2003; Pagnini, 2005; Tessler,
Killian & Gubman, 1987), some were sequential (Muhlbauer, 2002) whilst others did
not specify linearity of models (Baxter & Diehl, 1998; Carpentier, Lesage & White,
1999; Karp & Tanarugsachock, 2000). Experiences of caregiving were described as
dynamic (Pagnini, 2005) and related to the experiences of consumers (Baxter & Diehl,
1998; Karp & Tanarugsachock, 2000; Pagnini, 2005). All models were explicitly or
implicitly based on a caregiving life course framework (Karp & Tanarugsachock, 2000;
Milliken & Northcott, 2003; Muhlbauer, 2002; Pagnini, 2005; Tessler et al., 1987)
except two models, which were based on early illness onset (Burland, 1998; Carpentier,
Lesage & White, 1999). Models varied in terms of kinship relationship. One model was
based specifically on parental caregiving (Milliken & Northcott, 2003), whilst the
remaining models were based on a mixture of kinship relationships which included:
adult children, spouses and siblings (Karp & Tanarugsachock, 2000; Muhlbauer, 2002;
Pagnini, 2005; Tessler et al., 1987). Indicators of illness severity differed across studies.
The majority of consumers’ diagnoses were schizophrenia or other psychotic disorders,
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mood disorders and obsessive compulsive disorders (Karp & Tanarugsachock, 2000;
Pagnini, 2005; Tessler et al., 1987; Milliken & Northcott, 2003; Muhlbauer, 2002; Tuck
et al., 1997; Tweedell et al., 2004). Approximately one-third of consumers in one study
lived in supported accommodation (Tessler et al., 1987). Length of caregiving varied:
15 years (Tessler et al., 1987); from to two to 50 years (Pagnini, 2005); several years
(Muhlbauer, 2002); an average of 12 years (Milliken & Northcott, 2003); and from
three to 15 years (Tweedell et al., 2004).

In four models, initial phases centered on an awareness that families’ relatives were
unwell or that problems existed (Karp & Tanarugsachock, 2000; Muhlbauer, 2002;
Pagnini, 2005; Tessler et al., 1987). In other models, crises were recognized to be in
initial phases (Burland, 1998; Milliken & Northcott, 2003). Carpentier et al. (1999)
identified both awareness of mental illness and crises in all their six caregiving
typologies. Diagnosis occurred either during periods of crises (Milliken & Northcott,
2003; Tessler et al., 1987) or after crises (Burland, 1998; Karp & Tanarugsachock,
2000; Pagnini, 2005). Caregiving was perceived to be an extension of parental roles and
viewed on a continuum in the parental caregiving model (Milliken & Northcott, 2003).
This made it difficult for carers to pinpoint when mental health caregiving commenced
because families conceived this to be an extension of their already inherent caring roles
(Seltzer & Li, 1996). The majority of studies specified that participants actively cared
for their relatives.

Families hidden in communities may undergo processes which have not been accounted
for by existing caregiving models. Caregiving models have been based on Caucasian
working class and middle class samples – therefore, culturally and linguistically diverse
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(CALD) families may account for some of the unidentified carers in communities.
Mental illness is stigmatized in many cultures, which may prevent families from
seeking help (Kokanovic, Petersen, Mitchell, & Hansen, 2001). CALD carers have
reported that they do not know about mental health services or find these services
culturally inappropriate (Kokanovic et al., 2001). CALD carers reported that caring was
perceived to be the families’ responsibility. The theme of responsibility has been
identified in parental carers’ reconstructions of illness related experiences and life
experiences (Harden, 2005). Three dimensions of responsibility have been identified
and moral responsibility was the strongest impetus for caring for ill children (Harden,
2005). Moral responsibility appeared to be moderated by, for example, carers’
knowledge of psychiatric illnesses and difficulties coping (Harden, 2005). Themes of
responsibility have also been found in research on recovery with parents of eating
disordered children (Cohn, 2005). In this case, family caregiving responsibility does not
appear to be culturally specific.

Models based on care of patients with terminal illnesses, such as AIDS and cancer, have
included the phase Becoming a Caregiver (Brown & Stetz, 1999) which included the
themes: Choosing to Care and Developing Competency. Carers either gradually entered
this phase or entered at the point of diagnosis. Family members seemed able to pinpoint
when their caregiving journey commenced unlike family mental health carers. Models
of caregiving need to account for processes that may occur for families hidden in
communities who do not acknowledge they are carers.

In some models, phases featuring recurrent crises and recognition of illness chronicity
were found to occur after phases representative of awareness (Karp & Tanarugsachock,
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2000; Milliken & Northcott, 2003; Pagnini, 2005; Tessler et al., 1987). Presence of
phases of stability or management was also evident in several models (Muhlbauer,
2002; Pagnini, 2005; Tessler et al., 1987). Phase 3 in Karp and Tanarugsachock’s
(2000) model resembled the Management Phase of Pagnini’s (2005) model, in which
carers learnt to draw boundaries and establish personal rules in order to manage caring.
Reclamation of Identity in Phase 3 of Karp and Tanarugsachock’s (2000) model
resembled Preservation of Identity, which was a theme identified in Tuck et al.’s (1997)
model. A criterion for participation in the latter model was that consumers needed to
have received diagnoses in less than ten years, suggesting some parents may have been
caring for some time. The duration of this phase may be up to ten years. Pagnini (2005)
identified monitoring by carers to be a task undertaken in Phase 4, whilst Milliken and
Northcott (2003) identified monitoring to be a task in the first typology of parental
identity. Phase 4 of Pagnini’s (2005) model resembled Phase 4 and 5 of Muhlbauer’s
(2002) model, which was based on regaining control, gaining stability, changing
expectations and managing symptoms. A number of models addressed the concept of
illness permanency, including: Phase 6 and 7 of Tessler et al. (1987); the theme Endless
Caring in Tuck et al. (1997); the Re-enfranchised Parental Identity in Milliken and
Northcott (2003); Phase 3 in Pagnini (2005); Phase 3 in Muhlbauer (2002); Phase 3 in
Karp & Tanarugsaschock (2000); and Phase 2 in Burland (1998).

Acceptance was identified as a solitary phase in one model (Karp & Tanarugsachock,
2000), whilst other models incorporated this concept into phases of growth and
advocacy (Burland, 1998; Milliken & Northcott, 2003; Pagnini, 2005). Acceptance was
identified later on in the caregiving career (Burland, 1998; Pagnini, 2005; Milliken &
Northcott, 2003; Muhlbauer, 2002). Advocacy may have been identified in some
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models because a large portion of participants were retired, had been caregiving for over
ten years (Milliken & Northcott, 2003) and were highly motivated people (Muhlbauer,
2002). This suggests they may have had more time, motivation and knowledge to
advocate for carers and consumers. Further, carers who chose to participate in research
were engaging in a form of advocacy because through research better outcomes can be
achieved. Even though advocacy was identified in the caregiving career, it may not be a
phase experienced by all carers.

Phase 4 of Milliken and Northcott’s (2003) model resembled Phase 5 of Pagnini’s
(2005) model, which was based on carers relinquishing their involvement in caregiving
duties. An ‘ideal’ stage, where carers had independence from consumers, was postulated
by Milliken and Northcott (2003), but was not empirically supported. Empirical
evidence revealed that parents were more likely to shift from Reenfranchised Identities
to Emancipated Identities. In Phase 5 of Pagnini’s (2005) model, participants had
completed a therapeutic course and were searching for meaning and spirituality, which
they stated enabled them to reach this phase in their caregiving career. Personal growth
was identified in the later stages of caregiving (Muhlbauer, 2002; Tessler et al., 1987).
Personal growth was defined in terms of gaining a sense of empowerment, expertise and
competency. A similar concept to personal growth was the theme Personal Meaning
identified in Tuck et al.’s (1997) model. The theme represented reassessment of beliefs
and meanings of life, which differed from descriptions of personal growth.

The majority of models were limited in that the end of caregiving was not addressed
(Burland, 1998; Carpentier et al., 1999; Karp & Tanarugsachock, 2000; Milliken &
Northcott, 2003; Muhlbauer, 2002; Tessler et al., 1987; Tuck et al., 1997; Tweedell et
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al., 2004). This included families no longer undertaking caregiving duties due to death
or choosing to end caregiving (Pagnini, 2005). Some models addressed the fear families
held for their relatives’ future when they will no longer be present (Muhlbauer, 2002).
As previously mentioned, Milliken and Northcott (2003) proposed their last phase of
caregiving was an ideal phase which they perceived would not realistically be obtained.
The model based on experiences of families during their consumer’s psychosis
treatment did not address end phases of caregiving, possibly because this model
reported experiences early on in the caregiving career (Tweedell et al., 2004).

The duration of phases varied from days to years (Karp & Tanarugsachock, 2000;
Muhlbauer, 2002; Pagnini, 2005; Tessler et al., 1987) and some stages overlapped
(Pagnini, 2005; Tessler et al., 1987). For some families, a lengthy period of time lapsed
between identification of unusual behaviours and diagnosis (Howard, 1998) in
comparison to families who supported sufferers of traumatic brain injuries (Brady et al.,
1994) and developmental disabilities (Seideman & Kleine, 1995) where there was a
rapid transition from recognition to diagnosis (Howard, 1998). Cycles occurred within
phases (Muhlbauer, 2002) and smooth transitions between stages did not occur
(Milliken & Northcott, 2003). Two models focused on emotions (Burland, 1998; Karp
& Tanarugsachock, 2000) and all other models excluding one (Carpentier et al., 1999)
attempted to address emotions. One model asserted that grief and loss were experienced
throughout all phases of caregiving (Pagnini, 2005), whilst several models identified
grief in particular phases, such as Phase 3 (Karp & Tanarugsachock, 2000), Phase 2
(Burland, 1998) and from diagnosis onwards (Milliken & Northcott, 2003). In terms of
loss, carers experienced loss of mental health professionals’ expertise (Tessler et al.,
1987) and loss was found to occur in Phase 3 (Muhlbauer, 2002). Two models
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acknowledged chronic changing levels of hope (Tuck et al., 1997; Tweedell et al.,
2004).

2.3 Perspectives on family mental health caregiving for
relatives with serious mental illness
Perspectives on the caregiving life course were available in the literature and
complemented information about caregiving models. Many of the perspectives were
based on methods of thematic analysis and focused on particular areas of caregiving.
Perspectives were mainly based on female parental carers (Levine & Ligenza, 2002),
followed by those based on siblings when parents were not available, followed by those
based on adult-children. Level of involvement of carers was highest among carers who
were married to the recipients of their care (Johnson, 2000). Caregiving was
conceptualized to be a lifelong career (Tuck et al., 1997) and the life course was
frequently used as a framework for understanding caregiving (Cohler et al., 1996; Cook
et al., 1997; Stein et al., 2007). Disruptions in ‘normal’ life transitions or to societal
milestones occurred throughout the caregiving journey (Cook et al., 1997). Throughout
the life course, different family members were involved in different degrees of
caregiving (Rolland, 1994). For example, it has been postulated that later in life siblings
may increase their involvement in caregiving when their parents die. Research remains
limited in terms of the entire life course of carers, caregiving by siblings (Cook et al.,
1997), spouses and children of parents with mental illness (Fox, 1997).

Fortunately, research of the experiences of American fathers caring for adult children
with schizophrenia is available (Howard, 1998). Twelve fathers between the ages of 49
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and 76 years participated in a longitudinal study. The average duration of caregiving
was 15 years and the majority of fathers were retired. Fathers were interviewed several
times about their caregiving experiences. A number of themes emerged from the study.
Three themes in particular encapsulated fathers involvement in caregiving: 1)
Involvement in Care; 2) Unresolved Issues; and 3) Severity of the Event. Fathers
attributed the role of primary carer to their spouses, but stated they were involved in
caregiving in other ways. For example, fathers made financial contributions, monitored
symptoms and engaged in decision making regarding treatments.

Themes from more diverse samples of carers’ experiences have been specified. Seven
themes emerged from qualitative research with 29 Australian family mental health
carers, which was based on carers experiences with mental health services and their
relatives (Bentley et al., 2003). The sample ranged from recent to long term carers of
relatives who had an average age range of 41 to 65 years. Approximately half of
consumers suffered from schizophrenia, whilst other consumers suffered from mood
and psychotic disorders. Seventy percent of carers were parents and the majority was
Caucasian. Focus groups and semi-structured interviews were conducted. Themes
included: 1) Good Quality Care and Treatment versus Poor Treatment; 2) Whole of
Community Approach and Broader Issues versus Medical Model Approach; 3) Lack of
Services versus Adequate Resources; 4) Caregiver Burden versus Positive Caregiving
Experience; 5) Managing Skills and Support Services versus Being Overwhelmed; 6)
Mental health service Partnership with Carers versus Isolation of Carers; and 7) Mental
health service Policy versus Reality. Many of these themes resembled features of above
mentioned caregiving models. For example, the sub-theme Existing Carer versus NonExistent Carer addressed carers’ concerns for consumers when they would no longer be
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present, which was addressed in Phase 6 of Pagnini’s (2005) model and has been raised
in other carer research (Muhlbauer, 2002).

Themes representative of carers making distinctions before and after illness onset have
been found (Levine & Ligenza, 2002). Fifty-five American family members participated
in focus group discussions which were transcribed and analyzed for themes. The sample
consisted mainly of female parental carers who were Caucasian, married and in middleto-late adulthood. Participants were mainly members of carer support agencies and had
on average had been caring for relatives with various psychiatric disorders for, on
average, nine years. The focus of the study was carers’ experiences of relatives’ first
hospitalizations in response to severe illness symptoms. Five themes emerged from
participants’ reports on their first experiences. In particular, the theme Life Before and
After identified how carers tended to report on the life experiences before illness onset
and after. Illness onset was interpreted as a significant disruption in families’ lives.
Families either noticed an exacerbation of existent symptoms or a dramatic change in
relatives. Participants were required to retrospectively report on their experiences,
which was an unavoidable limitation because it is unethical to interview participants
during psychologically traumatic periods (Levine & Ligenza, 2002). In this study,
parents underwent other processes such as the redefinition of parental identities.

Perspectives on families coping styles in relation to illness onset has been investigated
(Cook et al., 1994). Comparisons were made against two types of family members: 1)
families who were young when their relatives experienced illness onset, and 2) families
who were older when their relatives experienced illness onset. Carers’ age and
consumers’ illness severity were independent factors which affected families’
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experiences. For example, family members who were younger when illnesses developed
were more concerned about conflict that was occurring in relation to consumers’
behaviours, while older family members were more concerned about the future. Age of
carers at the time of their relative’s illness onset affected carers’ focus on temporality.

Perspectives specific to carers in their later lives were available (Cook et al., 1997).
Carers’ expectations for their own life paths were disrupted by consumers’ illness
(Cook et al., 1997). Family members did not embark on life transitions as outlined by
societal guidelines (Cook et al., 1997). Parental carers were unable to transition to the
next life milestone and remained engaged in active parenting (Cook et al., 1997).
Psychologically, parents have been found to proceed through reoccurring social
processes involving the redefinition of their parental identities (Milliken, 2001). Elderly
parents who lived with middle aged children reported gains in terms of ill children
providing practical support (Lefley, 1987). Research also indicated that level of contact
between carers and relatives with psychosis reduced during later stages of the illness
course (Schene et al., 1998).

2.4 Strengths of models and perspectives
In the majority of models, phases were identified through empirical rather than
anecdotal means (Carpentier et al., 1999; Karp & Tanarugsachock, 2000; Milliken &
Northcott, 2003; Muhlbauer, 2002; Pagnini, 2005; Tessler et al., 1987; Tuck et al.,
1997; Tweedell et al., 2004); this strengthens model validity. Mental illness, and
therefore caregiving, can be unpredictable, and the empirically based models were able
to accommodate this and account for the dynamic nature of caregiving. Life course
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perspectives provided an appropriate framework to conceptualize the journey of family
mental health caregiving. It was advantageous that some models were based within
theoretical frameworks (Carpentier et al., 1999; Karp & Tanarugsachock, 2000;
Milliken & Northcott, 2003). A number of models attempted to account for the variety
of kinship relations between carers and consumers. Models acknowledged chronic grief
and the qualitatively different nature of grief in caregiving compared to grief related to
death. Some models and perspectives were able to account for end phases of caregiving
(Pagnini, 2005) and fears associated with no longer caring (Bentley et al., 2003;
Muhlbauer, 2000; Tessler et al., 1997).

2.5 Limitations of models and perspectives
The models and perspectives of caregiving available contained several theoretical and
methodological limitations. Models not based within theoretical frameworks were
limited because models were more likely to be internally consistent due to conflicting
concepts. Some models utilized theoretically based methodologies such as grounded
theory (Milliken & Northcott, 2003), phenomenology (Tuck et al., 1997) and sociology
(Carpentier et al., 1999; Karp & Tanarugsachock, 2000), whilst a number of models and
perspectives were either explicitly (Cohler, Pickett & Cook, 1996; Cook et al., 1997;
Stein, Mann & Hunt, 2007) or implicitly based on a life course framework. Some
models did not meet the above-outlined standards for conceptual models. For example,
NAMI’s model (Baxter & Diehl, 1998) was too simplistic and brief to comprehensively
account for the experiences of carers. The validity of the models or perspectives was
limited by the lack of detail about the number of carers who endorsed each phase of
caregiving. These figures would have allowed readers to ascertain if phases were likely
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to exist or indicate individual differences. Poor model validity meant models of
caregiving were inadequate for family carers.

Models and perspectives were based on non-representative samples recruited from carer
populations, which restricted generalization of findings (Burland, 1998; Carpentier et
al., 1999; Karp & Tanarugsachock, 2000; Levine & Ligenza, 2002; Milliken &
Northcott, 2003; Muhlbauer, 2002; Pagnini, 2005; Tessler et al. 1987). For example, all
models lacked samples representative of carers from culturally diverse backgrounds and
one model failed to disclose family ethnicity (Tessler et al., 1987). Studies recruited
participants through purposive sampling (Milliken & Northcott, 2003; Tweedell et al.,
2004) which affected the representativeness of the population studied. However, the
carer population has been difficult to recruit (Lammers & Happell, 2004; Tessler et al.,
1987). Variations in definitions of carers and level of involvement in caregiving duties
have been recognized as problems (Tennakoon et al., 2000) because they make
comparison of findings difficult. Consequently, it has been difficult to build on existing
knowledge. Models were based on experiences of international carers, albeit one
Australian model. Australian models of family mental health caregiving are lacking.

In some studies, it was not clearly stated if members from the same families participated
in the same studies (Tuck et al., 1997), although other studies did (Milliken &
Northcott, 2003; Tessler et al., 1987; Tweedell et al., 2004) which raised suspicion of
biased results. Models did not capture the experiences of carers of multiple care
recipients, which may have been another limitation of model representativeness. The
majority of models and perspectives were developed from studies which were cross
sectional (Burland, 1998; Carpentier et al., 1999; Karp & Tanarugsachock, 2000;
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Milliken & Northcott, 2003; Muhlbauer, 2002; Pagnini, 2005; Tennakoon et al., 2000;
Tessler et al., 1987) apart from two longitudinal studies (Stein et al., 2007; Tweedell et
al., 2004). Processes and changes over time could not be made on cross sectional
findings. All models lacked information from caregiving families who did not identify
or conceptualize themselves to be ‘carers’.

Closer attention was paid to Pagnini’s (2005) model because, at the time this report was
written, it was an available, comprehensive and representative model of Australian
family mental health caregiving. It was questionable, however, whether Phase 5, titled
Purposeful Coping (Pagnini, 2005), actually existed. This phase was related to the
concept of consumer recovery (Pagnini, 2005) and was exemplified in quotes of carers
who had completed the ‘Eight Stages of Healing’ program. Several models made the
assumption that the majority of carers engaged in advocacy (Burland, 1998; Pagnini,
2005; Milliken & Northcott, 2003; Muhlbauer, 2002), whilst other models made no
mention of advocacy activity (Karp & Tanarugsachock, 2000). This may be because the
latter study utilized a poorly represented sample or it may be that not all carers have the
stamina and ability to engage in advocacy activities along with caregiving tasks.

Carers in the phase End of Active Caregiving were able to return to initial phases
(Pagnini, 2005). It was not described how carers transitioned from end phases of
caregiving to initial phases; however, this was indicated in a diagram of the model. This
can be considered a limitation of the model because it is unlikely carers would return to
the initial phase of caregiving. Carers would be more likely to return to the second
Phase Confirmation of Mental Illness if carers had suspicions that their relative was
unwell. This is because it is assumed that over time and with experience carers will
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accumulate knowledge which is supported by stage 8 of Tessler et al.’s (1987) model.
The recurrent theme Knowing, from Tuck et al.’s (1997) model, showed that carers
continuously educated themselves about mental illness and services available
throughout all phases of their journey. Pagnini (2005) did not measure the number of
carers in each phase of caregiving. A description of how analysis was undertaken was
not provided and the model has not been empirically tested with population samples. In
fact, to date, no model of mental health caregiving has been empirically tested, which
raises concerns about the validity of available models. Pagnini (2005) did acknowledge
that the model was dynamic and subject to modification with the emergence of new
knowledge.

2.6 A model of family mental health caregiving
In order to develop a measure based on the mental health caregiving life course, I
proposed a six phase model. Listed are the phases included in this model: 1) Families’
Ambiguity; 2) Crises and Diagnoses; 3) Crises and Trauma; 4) Illness Permanency; 5)
Personal Growth; and 6) Inactive Caregiving. I acknowledge that the titles of phases
may have been borrowed from terms used in similar studies. Each phase represents
different experiences of mental health caregiving, an array of emotions and perspectives
for the future. This model incorporated the strengths of previous models and addressed
their shortcomings. It is based within a life course framework, is dynamic, sequential
and at different phases, cyclical. The model is applicable for different kinship
relationships, type and severity of illnesses. It is based on empirical findings from
caregiving life course longitudinal and cross sectional studies. In order to obtain an
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accurate representation of family mental health caregiving journeys, future research will
be able to build on and modify this model.

2.6.1 Phase 1: Families’ Ambiguity
This phase partly consisted of family members who did not acknowledge that they were
‘carers’ even though they were engaged in caregiving activities. The duration of this
phase varies from months to years (Karp & Tanarugsachock, 2000; Levine & Ligenza,
2002; Muhlbauer, 2002) which are dependent on a slow or sudden illness onset
(Pagnini, 2005). This phase reflects the first and second phases of Tessler’s et al. (1987)
model and two themes of Tuck et al. (1997), Struggling to Frame Events as Normal and
Seeking Help. This phase was largely represented by recognition that a problem exists
(Karp & Tanarugsachock, 2000; Muhlbauer, 2002; Pagnini, 2005; Tessler et al., 1987)
and engagement in ineffective help seeking behaviours (Muhlbauer, 2002; Pagnini,
2005). The following emotions were experienced in this phase: frustration (Muhlbauer,
2002; Pagnini, 2005), concern (Muhlbauer, 2002; Tessler et al., 1987), confusion (Karp
& Tanarugsachock, 2000; Tessler et al., 1987; Tuck et al., 1997) denial (Karp &
Tanarugsachock, 2000; Tessler et al., 1987), guilt, doubt, worry, fear (Karp &
Tanarugsachock, 2000; Pagnini, 2005), anger and love (Pagnini, 2005). The future can
be unpredictable for families, when they are not familiar with illness or how and what
type of help to obtain. Family members in this phase either shift into the second phase
or move directly into the last phase.
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2.6.2 Phase 2: Crises and Diagnoses
At this point, carers have received diagnoses that account for their relatives’ behaviour.
The majority of carers have started to identify themselves as carers. Models which
support this phase included: Phase 2 of Muhlbauer’s (2002) model; Phase 2 of Pagnini’s
(2005) model, Phase 3 and 4 of Tessler’s et al. (1987) model, Phase 2 of Karp and
Tanarugsachock’s (2000) model; Phase 2 of Milliken and Northcott’s (2003) model;
Phase 1 of Burland’s (1998) model; and the theme Transformation of the Loved Child
from Tuck et al.’s (1997) model. Characteristics of this phase included: addressing
treatment options (Karp & Tanarugsachock, 2000; Pagnini, 2005); monitoring treatment
adherence (Milliken & Northcott, 2003); social isolation (Milliken & Northcott, 2003);
disruptions to family life (Tessler et al., 1987); entry into the mental health system,
inability to manage problems and difficulty communicating with mental health staff
(Muhlbauer, 2002). Carers searched for treatments which would ‘cure’ or ‘fix’ mental
illness. If the consumer only experienced minimal illness episodes then the belief that
recovery was possible would be confirmed. The following emotions have been
identified in this phase: guilt (Pagnini, 2005; Tessler et al., 1987); fear (Milliken &
Northcott, 2003; Pagnini, 2005); grief (Milliken & Northcott, 2003; Pagnini, 2005);
love (Karp & Tanarugsachock, 2000; Pagnini, 2005); distress (Muhlbauer, 2002; Tuck
et al., 1997); relief (Karp & Tanarugsachock, 2000; Muhlbauer, 2002; Pagnini, 2005);
optimism (Karp & Tanarugsachock, 2000; Muhlbauer, 2002); hope (Burland, 1998;
Karp & Tanarugsachock, 2000; Pagnini, 2005); frustration (Karp & Tanarugsachock,
2000; Milliken & Northcott, 2003; Pagnini, 2005); shock (Burland, 1998; Pagnini,
2005); denial (Burland, 1998; Pagnini, 2005); empathy (Karp & Tanarugsachock, 2000;
Pagnini, 2005); loss, anger, jealously (Pagnini, 2005); compassion, sympathy (Karp &
Tanarugsachock, 2000); powerlessness, confusion and worry (Milliken & Northcott,
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2003). Family members in this phase transitioned into Phase 3 or moved directly to the
last phase of caregiving. This latter option would occur for consumers who experienced
a single illness episode. Families re-entered this phase even if there have been long
periods of absence from mental illness symptoms. From this point onwards carers were
unable to return to the first phase because they had gained the knowledge necessary to
identify mental illness.

2.6.3 Phase 3: Crises and Trauma
This phase was characterized by recurrent crises, periods of instability and experiences
of stigma (Muhlbauer, 2002; Tessler et al., 1987). A period of recovery has been
reported to occur after the first crisis (Tweedell et al., 2004) although other models have
identified consumer recovery to parallel later phases in the caregiving career (Pagnini,
2005). Milliken and Northcott (2003) identified chronic grief during this period
although they did not explicitly report experiences of recurrent crises (Milliken &
Northcott, 2003) whilst other models did (Pagnini, 2005; Tuck et al., 1997). Some
models included reports of realizations of illness permanency during periods of crises
(Muhlbauer, 2002; Pagnini, 2005) whilst other models reported this occurred after
periods of recurrent crises (Karp & Tanarugsachock, 2000; Tessler et al., 1987). The
following emotions have been identified in this phase: chronic grief (Milliken &
Northcott, 2003; Muhlbauer, 2002; Pagnini, 2005; Tuck et al., 1997); hope (Pagnini,
2005; Tuck et al., 1997); loss (Muhlbauer, 2002; Pagnini, 2005; Tessler et al., 1987);
anger (Muhlbauer, 2002; Pagnini, 2005); disappointment (Tuck et al., 1997);
dissatisfaction (Muhlbauer, 2002); isolation (Tessler et al., 1987); relief, fear, guilt,
frustration, love, jealousy, disbelief, sadness, compassion, acceptance and worry
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(Pagnini, 2005). The future for carers in this phase appeared less optimistic and carers
struggled with the notion that their relative may never return to their former selves. At
this point, carers either returned to the previous phase if they had received inaccurate
diagnoses, transitioned to Phase 4 or directly entered into the last phase.

2.6.4 Phase 4: Illness Permanency
In this phase carers recognized chronicity was a feature of mental illness (Burland,
1998; Tessler et al., 1987). Carers attempted to recover their senses of identities which
had been challenged (Karp & Tanarugsachock, 2000; Tuck et al., 1997). Identity
Coherence, Identity Diffusion (Senses of Identities) and Good and Bad Identities (Types
of Identity Scales) were the predictor variables to be measured in this study. This phase
was characterized by periods of stability and management of relatives’ illness symptoms
and behaviour (Muhlbauer, 2002; Pagnini, 2005). Carers hoped for the return of
relatives’ former selves (Tweedell et al., 2004). Carers attempted to regain a sense of
control and responsibility over situations (Milliken & Northcott, 2003). Emotions
experienced in this phase included: grief (Burland, 1998; Milliken & Northcott, 2003;
Muhlbauer, 2002; Pagnini, 2005; Tessler et al., 1987); anger (Burland, 1998; Karp &
Tanarugsachock, 2000; Muhlbauer, 2002; Pagnini, 2005); guilt (Burland, 1998; Pagnini,
2005); resentment (Burland, 1998; Karp & Tanarugsachock, 2000); loss (Muhlbauer,
2002; Pagnini, 2005; Tessler et al., 1987); acceptance (Milliken & Northcott, 2003;
Pagnini, 2005); fear (Pagnini, 2005; Tuck et al., 1997); anxiety (Pagnini, 2005; Tuck et
al., 1997); sadness (Karp & Tanarugsachock, 2000; Pagnini, 2005); pessimism,
bitterness (Tessler et al., 1987); satisfaction (Milliken & Northcott, 2003);
dissatisfaction (Muhlbauer, 2002); relief, hope, frustration, love, jealousy, disbelief,
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denial and passion (Pagnini, 2005). Carers responded in one of three ways: a) returned
to the previous phase; b) progressed to the next phase; or c) moved into the last phase.

2.6.5 Phase 5: Personal Growth
Carers experienced the following in Phase 5: searched for personal meaning; altered
their beliefs about mental illness; experienced personal growth; began to accept;
relinquished control; held responsibility; attempted to preserve their identities; and
advocated. Personal Growth and Locus of Control were predictor variables to be
measured in this study. Personal meaning has been defined in terms of carers making
sense of their experiences and the reassessment of their beliefs (Tuck et al., 1997),
which resemble similar concepts found in later stages of other models. For example,
modification of carers’ beliefs occurred in Phase 4 of Karp and Tanarugsachock’s
(2000) model. Finding meaning and growing was used to define Personal Growth in
Pagnini’s (2005) model. Muhlbauer (2002) described Personal Growth as an increase in
carers’ sense of competencies and self-empowerment where carers surrendered control
of caregiving (Muhlbauer, 2002). In Phase 4 of Karp & Tanarugsachock’s (2000) model
carers felt their identities had been lost and attempted to preserve their identities (Tuck
et al., 1997). Features of this phase such as advocacy may not be experienced by all
carers (Burland, 1998; Milliken & Northcott, 2003); however, this would depend on
how advocacy was defined. Burland et al. (1998) described advocacy to include the
acceptance of relatives’ illnesses, a concept which was also identified in Phase 4 of
Karp & Tanarugsachock’s (2000) model.
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Two models proposed ideal phases of caregiving. The validity of these phases was
uncertain because phases were either not empirically supported (Milliken & Northcotts,
2003) or were endorsed by carers who had completed a therapeutic program (Pagnini,
2005). Emotions experienced in this phase included: guilt (Karp & Tanarugsachock,
2000; Pagnini, 2005); grief (Milliken & Northcott, 2003; Pagnini, 2005); fear (Pagnini,
2005; Muhlbauer, 2002); acceptance (Milliken & Northcott, 2003; Pagnini, 2005);
satisfaction (Milliken & Northcott, 2003; Muhlbauer, 2002); helplessness (Muhlbauer,
2002; Tuck et al., 1997); love (Karp & Tanarugsachock, 2000; Pagnini, 2005); pride in
self, loss, hope, anger, frustration, jealousy, disbelief, denial, sadness, compassion,
respect (Pagnini, 2005); admiration, relief (Karp & Tanarugsachock, 2000); uncertainty
(Tuck et al., 1997); competency and comfort (Muhlbauer, 2002). Carers progressed to
the last phase of caregiving or returned to one of the previous phases except Phase 1.

2.6.6 Phase 6: Inactive Caring
Caregiving can cease due to one of the following reasons: recipient’s recovery from
mental illness; consumers or families choosing to detach from the other; or death of
consumers or carers. Carers returned to caregiving through a number of paths: a) if their
relatives experienced illness episodes; b) if relationships between parties were reunited;
or c) if carers remained involved in advocacy activities. Sociality or Interpersonal
Relationships was a predictor variable used in this study. Bereavement and adjustment
to life without caregiving were features of this phase (Pagnini, 2005). Carers in this
phase experienced mixed emotions such as guilt, loss, anger, sadness, love, relief and
pride in consumers’ recovery (Pagnini, 2005). Caring for some might have ended
because of carers’ own mental health issues, considering caregiving has been found to
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impact on families’ own mental health (Tennakoon et al., 2000; Winn et al., 2007).
Literature did not support this speculation, possibly because caregiving samples do not
report their own mental health issues (e.g. Karp & Tanarugsachock, 2000; Milliken &
Northcott, 2003; Pagnini, 2005; Tuck et al., 1997; Tweedell et al., 2004). Carers may
not report on their own mental health because of the stigma attached to families with
mental illness. At this point, it can only be postulated where carers’ paths may lead
because of the lack of available information. Carers in this phase returned to any of the
earlier phases. Even if carers were not actively caring for consumers, they could have
been advocating in Phase 5. Carers can not, however, return to Phase 1 because the
assumption has been made that through accumulated knowledge, experiences or
information families would be able to recognize mental illness symptoms.

2.7 General features of the model
Within the model that I developed for this study, Phase 1 was linear and could not
reoccur. The remainder of the model was not linear and phases could reoccur. I
theorized that not all carers would reach the last two phases and carers were able to
experience inactive caregiving without experiencing advocacy. The strength of the
proposed model compared to previous models was that it identified those family
members hidden in the community who did not acknowledge themselves to be carers.
Many of the emotions were experienced repeatedly throughout the journey or
overlapped at various stages, such as chronic grief. A difference in this model compared
to other models was that less emphasis was placed on the concept of illness
management. The model was based on information gathered from cross sectional and
longitudinal studies. The model was utilized in a number of ways in this study:
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1. Comparisons of families’ mental health caregiving journeys were made against
perceived stages of recovery of consumers in cohorts.
2. Phases of families mental health caregiving journeys were correlated with senses of
identities, and correlations between interpersonal relationships and Locus of Control
were investigated.
The model was tested on a sample of family carers.

2.8 The Family Mental Health Caregiving Journey
(FMHCJ) Assessment
I developed a questionnaire – the Family Mental Health Caregiving Journey (FMHCJ)
Assessment- comprising 16 questions, grouped to represent each of the six phases of the
model. Participants were able to respond ‘yes’ or ‘no’ to individual items; however,
they were required to identify only one phase which best represented their current
experiences of caregiving. Emotions which may have been experienced in each phase
were listed. Endorsement of items indicated which phase carers were in. The aim of
developing the questionnaire was to allow carers to self-report which phase of
caregiving they perceived they were in at the time of the study. Appendix A includes the
Family Mental Health Caregiving Journey Assessment. To avoid biasing data only one
member from each family participated in the study. Participants who reported they
cared for more than one consumer received a version of the questionnaire applicable to
multiple caregiving. I also measured the number of carers who supported each Phase of
Caregiving, which overcame a limitation of previous models and perspectives.
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2.9 Summary
This chapter reviewed family mental health caregiving models and perspectives
available in the literature. I identified models’ similarities and differences, and critically
analyzed models; strengths and limitations. I outlined standards to which conceptual
models should adhere. I proposed a six phase family mental health caregiving model in
an attempt to overcome shortcomings of previous models. This model included the
following predictor variables: Identity Diffusion, Good and Bad Identity Scales,
Sociality, Locus of Control and Personal Growth. This model was transformed into the
Family Mental Health Caregiving Journey Assessment, a questionnaired that allowed
participants to identify in which Phase of Caregiving they perceived themselves to be.
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CHAPTER THREE

Understanding family members’ traumatic experiences

“I, alone with my husband… am living on a knife edge and feel that my whole life is on
permanent hold.” Participant
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3.1 Definitions of trauma and crisis
I will begin this chapter with definitions of trauma and crisis. Evidence supporting
experiences of crises and trauma by family mental health carers will be provided.
Personal construct models of trauma will be reviewed and these models will be applied
to traumatic experiences of family mental health carers. This chapter will be limited to a
brief overview of the concepts of traumas and crises in relation to mental health
caregiving.

The Diagnostic and Statistical Manual of Mental Disorders Version IV (DSM-IV)
classification system of psychological disorders provides a clinical description of posttraumatic stres symptomatology. To be diagnosed with Post Traumatic Stress Disorder
(PTSD), persons need to experience some of the following: exposure to traumatic
events; persistent re-experiencing of events; and avoidance of stimuli related to the
events (American Psychiatric Association [APA], 2000). Traumatic events may include:
combat; sexual and physical assault; torture; and life-threatening illness (APA, 2000).
Notably, experiences of mental health caregiving are not listed. The following are some
examples of different types of trauma that have been investigated: the ongoing trauma
of adult survivors of child sexual assault (Briere, 1997; Foy, 1992); military related
trauma (Keane, Newman & Orsillo, 1997; Rayner & Viney, 2007; Sewell, 1996; Sewell
et al., 1996; Sewell & Williams, 2002); experience ofdisasters (Briere & Elliott, 2000);
and life threatening illness (Tedstone & Tarrier, 2003). I do not classify all carers’
traumatic experiences as pathological because the extent of their trauma is less likely to
warrant classification as a DSM-IV disorder.
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However, PTSD may go undiagnosed in this population because it has never been
investigated. Constructivists have argued that one of the problems with the DSM
classification system is that it is not publicized to be based on personal construction
(Raskin & Epting, 1993). In line with constructive alternativism, this means there are
other available ways to construe disorders. For example, the DSM diagnosis of trauma
has been made on objective grounds rather than on persons’ subjective experiences of
trauma (Butt & Burr, 2004). A personal construct interpretation of trauma would focus
on persons’ constructions of the trauma that may or may not cause disruptions in
persons’ construct systems (Butt & Burr, 2004). This shortcoming of the DSM has
meant mental health communities by adopting the DSM classification system, have
discounted alternative constructions of mental illness (Raskin & Epting, 1993).

Carers may not meet DSM criteria for clinical diagnoses of traumatic disorder, but this
does not mean they do not experience high levels of distress and difficulties, coping
which may fluctuate over long periods. Traumatic experiences in the context of family
mental health caregiving may occur in either childhood or adulthood. For example,
child carers of parents with mental illness may be exposed to traumatic events
throughout childhood, whilst parental carers may experience traumatic events during
adulthood.

3.2 Family members’ experiences of mental health
traumas and crises
Family mental health carers have been exposed to some of the following repeated
traumas and crises: discovering that relatives suffer from serious and/or chronic mental
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illness: not having the knowledge and skills necessary to manage relatives symptomatic
behaviours, which may lead to police involvement or involuntary hospitalisation: and
loss of relatives’ premorbid meaning systems (Karp & Tanarugsachock, 2000). Six subthemes from qualitative research conducted with mental health family carers illustrated
crises and traumas experienced by carers (Bentley, Viney & Oades, 2003). One of the
sub-themes, Good Crisis Responsiveness versus Inadequate Response to Crisis,
represented carers’ perceptions that mental health service crisis teams and police require
education on how to best manage crises. In the following ways, two carers reported
personal experiences of inadequate crisis management: “They found he was a disabled
person, not a drug addict, and they were all apologies... This person was just sitting on
a train, not doing anything, and all of that happened to him because he was
disabled...there does need to be more education”; and “When the mobile treatment team
came…they were basically just pill administrators…”.

Several sub-themes, such as Lifestyle Disruption, accounted for causes of Caregiver
Burden. Carers reported the impact caregiving had on their abilities to maintain
employment, which in turn created financial difficulties. For example, one carer
said:“...you cannot believe how hard it is trying to maintain a job and look after
someone with schizophrenia”. Another carer provided an example of both financial and
physical burden: “...one dental bill of about eight hundred bucks was a result of a kick
in the teeth. She probably doesn’t remember”. Carers’ social lives had dissipated which
had led to isolation. Carers reported being, at times, have been victims of physical
assault at the hands of their relatives. The theme labeled Managing Crisis Situations
represented carers’ want for skills to manage crises. For example, one carer said: “I’m
falling apart because my loved one is...I don’t know if they’ll decide to take their life or
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it’s just a case of smashing into a tree...How do I get that inner strength to go and be
with that person?”. Another carer had similar experiences: “...we’ve actually gone
through a situation where (consumer name) attempted to commit suicide and we had to
take him to emergency and have him, put stuff down his, he had to take this black awful
looking junk to induce vomiting and to get all the pills out of his system...didn’t have a
clue that he had attempted suicide”. Managing Stress and Problem Solving Skills is a
theme representative of carers’ requests for skills to manage their own stresses related to
caregiving and solve problems related to relatives. A carer described carers’ coping
mechanism in these words: “...for carers with loved ones with mental illness the biggest
hurdle is being able to be resilient, to be able to maintain the strength to handle really
the trauma.” A carer discussed the need for problem solving skills: “…I have to try to
interpret (consumer’s name) behaviour. It’s quite difficult to do because sometimes you
can slip up. Sometimes you can talk too much or sometimes you fail to pick a message
up that he’s giving you.”

The theme Managing Challenging Behaviours referred to carers living with
symptomatic behaviours. An example of carers’ descriptions of this theme was: “… (he
would) go out in the middle of the night, and jump on cars and throw rocks around and
jump out of the bushes at women”; and another carer reported: “…I didn’t have friends
over because of the fear behind what if my mother went psycho…I’ve had friends over
and she’s chased them out of the house with a frypan”. Communication/Emotional
Distress as a Barrier to Communication was a theme that represented emotional distress
in coming to terms with loved ones’ mental illness and difficulties interacting with
services when dealing with emotional pain. These difficulties were barriers to accessing
information and services of which services were not aware. For example, as one carer
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explained: “There’s no sort of saying, well maybe you can talk to this person, and give
them the phone number so that they’re not having to run around and try and find the
phone number for one thing, and, when they’re in crisis those phone books are so hard
to try and get through.” Another carer reported: “…what upsets me is that when service
providers basically alienate carers and families for the first ten years of a person’s
illness and then sit back and say oh well the families don’t want to know about
them…families have become so overwhelmed by the experience that they’ve gone
through, that finally they walk away…my word was slapped in the face, over and over
again” (Bentley, Viney & Oades, 2003). By providing these accounts of carers’
traumatic experiences I do not propose that carers meet the diagnostic criteria for posttraumatic stress disorders. I aim to highlight that carers experience high levels of
chronic stress and inability to manage the trauma associated with finding out loved ones
have been diagnosed with serious and chronic mental illness. These experiences were
traumatic and interfered with carers’ abilities to function in their lives.

3.3 Post-traumatic stress responses in family members’
experiences caring for injured or ill children
It has been acknowledged in the DSM-IV that traumatic stress responses may occur
when persons witness or learn family members have suffered serious injuries or severe
illnesses (American Psychiatric Association, 2000). The prevalence of post-traumatic
stress and PTSD in 197 parents of children with spinal cord injuries was been
investigated. Children most commonly acquired these injuries through motor vehicle
accidents or sports injuries (Boyer, Knolls, Kafkalas, Tollen & Swartz, 2000). Posttraumatic stress and PTSD were found to be more prevalent in parents than their ill
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children. Forty-one percent of mothers and 36% of fathers met criteria for PTSD
symptoms. Similar findings have been reported in other studies: for example, posttraumatic stress was evident in 43% of mothers and 30% of fathers of children with
spinal cord injuries (Boyer, Kafkalas, Tollen & Swartz, 1999). Traumatic responses in
98 parents caring for child cancer survivors were also been found. Approximately 40%
of mothers and 35% of fathers experienced moderate to severe symptoms of posttraumatic stress (Barakat et al., 1997). These results indicate family members suffer
from post traumatic stress and clinical PTSD in response to traumatic experiences
related to their children’s health; and the response appears to be more prevalent in
female parents.

3.4 Personal construct conceptualizations of trauma
In the following section, I will review Kelly’s (1991) conceptualization of traumatic
experiences and personal construct models of trauma. The traumatic experiences of the
following groups have been conceptualized within a personal construct approach:
traumatized children (Ronen, 1996); people who have suffered traumatic injuries
(Viney, 1990); traumatized navy personnel (Rayner & Viney, 2007); sexual assault
victims (Carter, 2004; Carter & Viney, 2006; Maitland & Viney, in press); and those
with traumatic stress (Cromwell, Sewell & Langelle, 1996; Sewell, 1996; Sewell,
Cromwell, Farrell-Higgins, Palmer, Ohlde & Patterson, 1996; Sewell & Williams, 2001;
2002). Optimal functioning persons usually are in a constant process of change or
continual movement (Kelly, 1991), unlike traumatized persons who are no longer in
transition (Carter, 2004; Carter & Viney, 2006). Kelly stated, “It is correct to say of
traumatic experience that it usually ‘freezes people’ in their tracks” (1991, p.117). Kelly
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alluded to the idea that people may manage traumatic experiences by ‘suspending’ their
meaning systems (Kelly, 1991). “Suspension implies that the idea or element of
experience is forgotten simply because the person can, at the moment, tolerate no
structure within which the idea would have meaning” (Kelly, 1991, p. 349).

There is no evidence that carers suspend their meaning systems. Carers to some degree
continue to engage in making meaning from mental health-related events. Suspension
occurs when events are situated outside people’s meaning systems and when people
struggle to understand what has happened (Leitner, 1999). When significant events are
not construed, people remain in a frozen state disparate from other events (Kelly, 1991).
Family carers usually are repeatedly exposed to mental health-related events. Carers
will attempt to make meaning and possibly develop meanings that will enable them to
cope with future mental health-related events. Traumatized people not only engage in
suspension but have been postulated to engage in role constriction.

Veterans exposed to war and traumatic events have been postulated to engage in role
constriction (Klion & Pfenninger, 1996). Many veterans who have been exposed to
traumatic events have been required to return to less than accepting communities.
Meaning systems developed for and used in war environments continued to be used by
veterans in new contexts where these meanings are not useful. Veterans continued to
use these meaning systems because these were the only systems available to them to use
in make sense of the world. Continuing to use meanings that have poor predictive value
has been referred to as hostility. Veterans found it difficult to develop new meaning
systems appropriate for new contexts, and therefore, found themselves to be
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‘paralyzed’. Experiences of trauma were not integrated into veterans construct systems
(Klion & Pfenninger, 1996).

People who have experienced trauma or loss have been found to respond in two ways:
by thinking counterfactually and seeking meaning (Davis, 2001). Counterfactual
thinking or ‘what if’ statements are based on propositions people make about how past
events or outcomes may have been different. Counterfactual thinking tends to centre on
changing the victim’s or bereaved person’s behaviour rather than altering aspects of the
external environment. People have been found to engage in counterfactual thinking
several years after their loss (Davis, Lehman, Wortman, Silver & Thompson, 1995).
Concepts of lost potentialities (Karp & Tanargsachock, 2000), loss of normality (Stein
& Wemmerus, 2001) and stigma (Bentley et al., 2003; Pagnini, 2005; Tessler et al.,
1987) found in family mental health carergiving research are related to the concept of
counterfactual thinking. For example, Parental carers for example who ruminate over
ways they might have better reared their children engage in counterfactual thinking.
This type of thinking may be fuelled by carers’ belief that communities continue to
blame parents for their children’s mental illness (Struening et al., 2001).

Search for meanings is a response people have to serious, unforeseen traumatic life
events (Davis, 2001). People who experienced the following negative events were found
to engage in this process: natural disasters (e.g. Erikson, 1976); unforeseen loss (e.g.
Nolen-Hoeksema & Davis, 1999); and cancer (e.g. Taylor, Lichtman & Wood, 1984).
Two processes involved in the making of meaning have been identified: making sense
of loss and ‘finding benefits’ (Davis, 2001). Finding benefits will be discussed later in
this chapter under the section, ‘Growth from Adversity’. Research conducted with
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carers who have lost relatives suffering from chronic illness (Davis, Nolen-Hoeksema &
Larson, 1998) revealed that carers tended to interpret negative events in light of their
existing worldviews. Carers were able to make sense of events when their losses were
congruent with their worldviews. When incongruence occurred, carers altered their
worldviews to allow negative events to fit in with existing structures. Carers, who
engaged in meaning making within the first six months of loss, improved in terms of
adjusting to their losses in the first year (Davis, Nolen-Hoeksema & Larson, 1998).
Meaning making was also found to continue after 18 months of a loss, whether or not
people reported they had found meaning soon after the trauma. Mental health family
carers who have experienced illness-related trauma and crises may respond to these
events by engaging in counterfactual thinking and/or search for meanings. It is highly
likely that carers engage in the search for meanings long after traumatic events have
occurred and are more likely to continue to do so even if they have found meaning in
these events. Not all people exposed to trauma or losses respond in the above manner
(Davis, 2001).

3.5 Sewell and colleagues’ personal construct model of
trauma
Sewell and his colleagues proposed a personal construct model of psychological trauma
that emerged from investigations with traumatized groups (Sewell, 1996, 1997; Sewell
& Williams, 2001; Sewell et al., 1996). Trauma occurs when persons’ existing construct
systems are unable to account for highly distressing experiences (Sewell, 2003). For
example, a small sample of parental carers was found to struggle with perceiving events
to do with their relative as normal (Tuck et al., 1997). It has been proposed that
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traumatized individuals can react in three ways: constructive bankruptcy; dissociated
construction; and/or elaborative growth (Sewell & Williams, 2001). Constructive
bankruptcy occurs when people do not have existing meanings available which can be
used to understand their traumatic experiences. Dissociated constructions are basic
meanings which are developed to make sense, however inadequately, of traumatic
events. These meanings are not stable, are extreme and not integrated into the entire
existing construct system. Elaborative growth, the optimal response to traumatic events,
occurs when meanings that account for traumatic events which are compatible with
construct systems; they are developed by making small modifications to construct
systems. These constructions are quickly developed and ultimately trauma is not
experienced (Sewell & Williams, 2001).

The effects of trauma have been likened to persons’ experience of looking into
surrounding mirrors while seated in a barber shop (Sewell & Williams, 2002).
Experiences that people have whilst seated in the barber’s chair occur in the present.
The endless reflections people see in the mirrors behind them represent their past selves,
that is, the many selves which have existed across time. Reflections in the front mirrors
represent future selves. In the event of trauma people are presented with reflections they
are not familiar or comfortable with, reflections that are not integrated with the many
other selves that have existed over time. This means there is no continuity between
persons’ past selves, present selves and future selves. Trauma impacts on the self by
manifesting itself in people as isolated, unelaborated constructs or sub-systems (Sewell
et al., 1996). A person develops a sense of self through experimenting with his or her
sociality, introspection, reflection, remembering and future projection (Sewell &
Williams, 2002).
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People are resilient to trauma if their constructions are flexible and valid because
invalidation of constructs leads to trauma (Sewell & Williams, 2002). Invalidation or
fragmentation occurs when persons’ construct systems are unable to account for
traumatic experiences (Rayner & Viney, 2007; Sewell, 1996). The nature of construct
systems is hierarchical, and the higher in the system the invalidation or fragmentation
occurs the more problematic the impact will be on the system (Rayner & Viney, 2007;
Sewell, 1996). Parental carers of young schizophrenic adults have questioned their
competence as parents during the caregiving phase, Disenfranchised Parent (Milliken &
Northcott, 2003). This would affect carers’ core constructions. Damage at this level of
the system would be highly problematic. Invalidation or fragmentation in systems
results in people using two construct systems, pre-trauma construct systems and traumarelated constructs, in disjointed fashions. It is possible for some degree of fragmentation
to exist within optimal functioning construct systems (Kelly, 1991); however, traumarelated constructs are detached and isolated from existing construct systems.

Sewell and Williams (2001) postulated that the reason people are unable to cope with
traumas is because they are thrust into using implicit construct poles. These new
emergent poles, which have usually been implicit, become a problem to use because
most people have a poor understanding of them. It is proposed that trauma victims, to
become psychologically adjusted, need to make connections between isolated, traumarelated constructs and pre-trauma construct systems (Sewell & Williams, 2001).
Building on a Kellian notion, Sewell and Williams (2001) contend that traumatized
people construe experience in an ‘as if’ manner (Kelly, 1991), which means all events
are interpreted ‘as if’ they could be potentially threatening. Traumatic events are not
integrated with the series of past events, but continue to be construed as present events.
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People who have experienced traumas become fixed around construing their
experiences with limited core constructs, such as Good versus Bad or In-Control versus
Out-of-Control (Sewell, 2003). Distressing experiences are not integrated into construct
systems that account for all experiences. This means experiences in the future that have
similar characteristics to past traumas will ignite the reliving of traumatic events
(Sewell, 1996). Sewell and colleagues’ model has been empirically tested and validated
on war veterans and control samples (Sewell, Cromwell, Farrell-Higgins, Palmer &
Patterson, 1996). Investigation of combat veterans with traumatic and non-traumatic
experiences and control groups revealed that traumatic events were poorly elaborated,
lower in hierarchical organization in construct systems, were not related to other
experiences and were isolated within traumatized veterans’ construct systems (Sewell et
al., 1996). These findings were not apparent in control groups or combat veterans
without traumatic experiences. To shift from stagnant, unhelpful ways of making sense
of the world, people need to expand their understanding of traumatic experiences.
Expansion of meanings allows traumatic experiences to be integrated into construct
systems. Elaboration of meanings related to traumas may involve the organization of the
relationship between pre-trauma and trauma-realted constructs and/or an exploration of
the scope of meanings.

3.6 Rayner and Viney’s (2007) personal construct model
of trauma
Rayner and Viney (2007) extended Sewell’s personal construct model of psychological
trauma and tested the model on navy personnel exposed to traumatic events (Rayner,
2008; Rayner & Viney, 2007). The model included 11 conceptual propositions and
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accounted for a variety of responses ranging from clinical symptoms to personal
growth. Rayner and Viney (2007) postulated that the system of personal constructs
(Kelly, 1991) allowed people two ways of responding to events that people struggled to
integrate into their construct systems. Firstly, people responded by placing little
emphasis on the invalidation or fragmentation which had occurred (Rayner & Viney,
2007). Secondly, constriction was a short-term response to anxiety-provoking situations
or when constructs had been invalidated (Rayner & Viney, 2007).

The model included a pertinent proposition that two outcomes could result when people
compare pre-traumatic construct systems and trauma-related constructs: 1) construing
could be validated or fragmented at an inferential level, or 2) construing could be
invalidated or fragmented at more than an inferential level. Rayner and Viney (2007)
also proposed that events interpreted as threatening were construed at higher levels of
awareness: “Construing imminent death or safety involves construing processes that
govern personal maintenance” (p. 118). This implied that traumatic events impacted on
higher order structures in systems such as core constructs.

3.7 Personal growth from adversity
For some people, experiences of trauma and loss result in personal growth (Calhoun &
Tedeschi, 2001). Change has been reported to occur for people in the following three
domains: senses of selves, relationships and philosophy of life. ‘Sense of selves’
referred to people becoming aware of the fragility of their lives. ‘Relationship’ referred
to traumatized people developing closer relationships with others. ‘Philosophy of life’
referred to the fact that peoples’ assumptions about life may be challenged or obliterated
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and it is through the rebuilding of assumptions that meaning is found. Factors such as
construct systems and gender influenced the likelihood of people experiencing posttraumatic growth.

One of the processes identified when people attempted to cope with loss or trauma was
to ‘find benefits’ or draw positive outcomes from negative experiences (Davis, 2001).
Three themes represented positive aspects people tended to find in adversity: growth in
character, gain in perspective and strengthened relationships (Davis, 2001). However, in
a sample of carers who had lost loved ones to chronic illnesses, no relationship was
found between finding meaning in traumatic events and identification of positive
outcomes. This lack of association between variables meant the postulate was modified
to reflect that the two processes were different. The type of traumatic event does not
appear to influence responses in terms of themes related to identification of positive
benefits (Davis, 2001; McMillen et al., 1997; Tedeschi & Calhoun, 1996). Identification
of positive outcomes from traumatic events appeared to be a part of the maintenance or
reconstruction of threatened senses of selves (Davis, 2001). Common themes apparent
in positive outcomes associated with loss tended to be based on sense of selves (Davis,
2001). In brief, a number of people responded to trauma by searching for positive
outcomes. These outcomes have been expressed by people three different ways.

The mental health caregiving literature indicated carers can have positive experiences of
caregiving. Research with 560 family mental health carers of relatives with
schizophrenic spectrum disorders revealed some of the following gains from carers’
experiences: personal strengths, insight into their lives and intimacy with others (Chen
& Greenberg, 2004). A study which investigated resiliency in 130 family carers was
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conducted (Marsh, Lefley, Evans-Rhodes, Ansell, Doerzbacher, LaBarbera et al., 1996).
Resiliency was defined as the “ability to rebound from adversity and prevail over the
circumstances of our lives. As with any catastrophic event, serious mental illness
offerred families an opportunity to change in constructive ways and to strengthen family
bonds” (Marsh et al., 1996). Participants belonged to a national American mental health
advocacy organization and their relations with relatives differed. Consumers had been
diagnosed with an array of mental health disorders. Themes from open-ended responses
reflecting families’ experiences of caregiving were reported. Factors representative of
resilience were classified into three themes: 1) Family Resilience, which was reported
by 88% of participants; 2) Personal Resilience reported by 99% of participants; and 3)
Consumer Resilience reported by 76% of participants. Themes indicative of Personal
Resilience included: a) Personal Contributions to Family, Relatives, Society or the
Mental Health System; b) Improved Personal Qualities; c) Personal Growth and
Development; d) Enhanced Coping Effectiveness; e) Personal Gratifications; and f)
Better Perspectives and Priorities. Many participants struggled with the notion of
positive gains occurring from their experiences of catastrophic events.

A smaller, related study analyzed responses from 18 Caucasian, spousal carers in
heterosexual relationships (Mannion, 1996). Eleven wives, six husbands and one
fiancée participated. The majority of spouses were married. Spouses tended to endorse
themes of Personal Resilience more than themes of Family and Consumer Resilience. In
particular participants endorsed themes representative of personal contributions of
spouses. Nineteen siblings of persons with different psychiatric disorders participated in
focus groups in order to reveal perceptions of caregiving journeys (Lukens, Thorning &
Lohrer, 2004). Along with negative themes, siblings reported positive impacts that
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caregiving experiences had on their construct systems and increased admiration they
held for their consumer’s commitment.

Intimacy and conflict were used to predict gratification and burden in 60 parental carers
of adult children diagnosed with schizophrenic disorders in an effort to understand
carers’ appraisals of caregiving (Bulger, Wandersman & Goldman, 1993). In regards to
positive caregiving experiences, intimacy was highly correlated with gratification.
Intimacy significantly predicted gratification and burden. Intimacy accounted for greater
variance when regressed on gratification, which indicated intimacy was a better
predictor of gratification than symptoms. Empirical evidence indicated some mental
health family carers experience positive gains as a result of their experiences of
caregiving.

3.8 Applying personal construct models of trauma to
family mental health carers’ experiences
I will apply features of personal construct models of trauma to the experiences of family
mental health carers. I will explore the following features of these models: meaning of
constructs; ‘as if’ construing; construct system integration; and hierarchical structure of
construct systems.

Lack of meaningful constructs
Firstly, family members do not appear to have appropriate meanings available to them
in order to make sense of illness-related traumatic events. Learning loved ones have a
mental illness does not occur in a single event - it usually unfolds through a series of
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events that graduate towards illness diagnosis. For some families, a lengthy period of
time lapsed between identification of unusual behaviours and diagnosis (Howard,
1998). In the initial phases of caregiving, families have been found to deny that their
relatives suffer from mental illness (Burland, 1998; Baxter & Diehl, 1998; Karp &
Tanarugsachock, 2000; Milliken & Northcott, 2003; Pagnini, 2005; Tessler et al., 1987).
However, over time and with repeated exposure to their relatives symptomatic
behaviours, carers’ constructions that their relatives’ behaviours were not better
accounted for some reason other than mental illness become invalidated. Mental health
caregiving models provide evidence that carers reach a phase where they become aware
that their relatives have mental illness (Baxter & Diehl, 1998; Burland, 1998; Karp &
Tanarugsachock, 2000; Pagnini, 2005; Tessler et al., 1987).

Construing in an ‘as if’ manner
The nature of mental illness is unpredictable, which makes it difficult for carers to
develop useful meanings to predict future events. Carers may construe in an ‘as-if’
manner (Kelly, 1991) by anticipating that future events may be potentially threatening.
This may occur, for example, when families have been subjected to traumas such as
their relatives’ attempt at suicide. I postulate that following such events families would
begin to construe in an ‘as if’ manner if anticipating the next time their relative may
possibly attempt suicide.

Integration of traumatic mental health experiences within construct systems
In relation to integrating traumatic experiences into carers construct systems, family
carers of people with Alzheimer’s disease made comparisons of their relatives’
premorbid construct systems with their morbid construct systems (Karner & Bobbit-
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Zeher, 2005). Some carers were able to integrate past construct systems with present
construct systems by interpreting their family members’ current behaviours as signs of
their premorbid construct systems (Chesla, Martinson & Mukwaswes, 1994). Carers of
relatives with psychiatric disorders (Karp & Tanarugsachock, 2000) and carers of
people with Alzheimer’s disease (Rudd, 2003) grieved the loss of relatives’ premorbid
construct systems. It has been proposed in the mental health recovery literature that in
order for consumers to have more purposeful selves they need to integrate the
following: 1) their premorbid construct systems; 2) present construct systems (shaped
by the experience of mental illness); and 3) future construct systems (Davidson &
Strauss, 1992). Possibly similar processes may be occurring in carers. The literature
suggests that carers appeared at times to be engaged in processes of integrating
traumatic experiences into existing construct systems.

Hierarchical structures
It is likely that mental health trauma will occur lower in carers’ construct systems, that
is, in the periphery. This is indicated by the fact that carers are less likely to experience
suspension; the experience of suspension is indicative of trauma higher in the system.
The trauma of mental health caregiving is likely to occur lower in carers’ construct
systems because their constructs have been useful in predicting that something is wrong.

3.9 A summary of mental health family carers’ traumatic
experiences
In brief, I propound that family mental health carers experience high levels of stress and
trauma throughout their caregiving journeys. Exemplars of family mental health carers’
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traumatic experiences were provided. The extent of trauma experienced by a sample of
parental carers of injured or ill children has been clinically diagnosed as disorders of
trauma. Personal construct models of psychological trauma were briefly reviewed.
These models tended to focus on structural representations of trauma within construct
systems and processes involved in construing traumatic events. In particular, families’
experiences of mental health caregiving were applied to Sewell and colleagues’ (1996,
2001, 2002) and Rayner and Viney’s (2007) personal construct models of trauma. The
models proved useful in understanding processes involved when construing traumatic
experiences. Families may experience difficulty integrating traumatic events into their
pre-caregiving construct systems. Some caregiving literature indicated the extent to
which parents respond to trauma can be pathological. The potential for responses to
trauma of mental health family carers to be pathological has not bee measured. It is
expected that some carers attain positive gains from adverse experiences of caregiving,
which has been identified in other traumatized populations.
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CHAPTER FOUR

Concepts for predicting family members’ experiences of mental
health caregiving: Identity Coherence and Identity Diffusion,
Good and Bad Identity Scales, Interpersonal Relationships, Locus
of Control and Personal Growth

“…there has begun the establishing of myself, my son, his illness. Different identities. I
am now getting excited sometimes about the journey. The diffusion is restoring to me
hope, and enablement.” Participant
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4.1 Identities
In this chapter, I will describe concepts of identities from constructivist, narrative and
personal construct approaches. I will summarize Erikson’s conceptualization of
identities. Operational definitions of Senses of Identities and Types of Identity Scales
will be provided.

4.1.1 Constructivist accounts of identities
Conceiving the existence of senses of identities or senses of selves has been widely
debated throughout psychological, philosophical and sociological fields. For those who
do support the existence of these structures, debate surrounds the properties of the sense
of self identity. Constructivists do not agree on all properties of identities or selves (Cox
& Lyddon, 1997; R. A. Neimeyer, 1997; R. A. Neimeyer, G. J. Neimeyer, Lyddon &
Hoshmand, 1994); however, general agreement exists about the fundamental
assumptions underlying constructivist accounts of identities or selves (Berzonsky, 1990,
1989; Berzonsky & G. J. Neimeyer, 1988; Bugental, 1980; Crossley, 2000; Gergen,
1991; Gould, 1980; Guidano, 1991; Kegan, 1982; Kelly, 1991; Leitner, 1987;
McAdams, 1985; Mahoney, 2003; Mair, 1977; Marcia, 1966, 1967, 1980; R. A.
Neimeyer, 2001; Waterman, 1984). I will provide a brief overview of some of the
commonalities which exist amongst constructivists’ understandings of identities.
Commonalities include: a) continuity; b) construction of realities; c) an evolving self or
multiplicity of selves; and d) identities or selves as processes.

It has been argued that identities unite the past, the present and the future (Erikson,
1968, 1974; Grant, 2007; McAdams, 1985) by providing a thread of continuity across
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these domains (Goffman, 1963). People actively and continuously order processes in a
unique manner (Mahoney, 2003). ‘Self’ has been argued to exist in a particular situation
(episodic) or exist over time in the form of an enduring sense of self. Different
presentations of the self in different situations still comply with a coherent and
continuous self (Arciero & Guidano, 2000). It is when people are unable to integrate
traumatic life events into their personal narratives that a sense of discontinuity occurs
(Arciero & Guidano, 2000). People suffering from psychosis, for example, may exhibit
lack of internal cohesion. It has been argued that psychotic persons do not present a
continuous self throughout different interactions, rather they present a different self with
each interaction (Arciero & Guidano, 2000).

Constructivists deny that realities are discovered in favour of the proposition that
realities are constructed. Constructivists do not reject realism or the idea that an external
reality exists; rather, constructivists argue that people can not access the world directly;
they do so only indirectly through their interpretations of it (Kelly, 1991; Mahoney,
1991; Raskin & R. A. Neimeyer, 2003). It has been postulated that selves can be
constructed from social interactions (Butt, 2008; Kelly, 1991); from historical and
economic interactions (Cushman, 1990); and can be collectively and publicly
constructed (Gergen, 1994). Self is a process which is interpreted, fluid and relative in
nature (Crossley, 2000; Kelly, 1991), and can be understood in relation to others
(Taylor, 1989). Each person constructs representations of their selves and the world (R.
A. Neimeyer & Raskin, 2000). Constructivists state there is not one universal truth or
reality (Cox & Lyddon, 1997) but there are as many realities as can be constructed.
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Constructivists have argued against the existence of a singular self (Crossley, 2000;
Gould, 1980; Mair, 1977). It has been postulated that across the life span persons
accumulate a number of identities and, as this occurs, persons gain a greater sense of
unity (Gould, 1980). Theorists have postulated the simultaneous existence of a
multiplicity of selves (Markus & Nurius, 1986). On the other hand, other constructivists
have argued that a self exists which is continually evolving, organizing and able to draw
together meanings (Kegan, 1982). Within constructivism, self can be conceptualized as
an evolving, organizing process or a multiplicity of selves existing simultaneously.

Constructivists make the assumption that identities are processes rather than substances
or entities, and are developmental in nature (Bugental, 1980; Guidano, 1991; Kegan,
1982; Kelly, 1991). Self has been conceptualized as an evolving process which can
create emptiness and anxiety in persons whilst offering freedom and opportunities
(Bugental, 1980). The act of interpreting life events or construing has been postulated to
be an unending process. Construing in terms of self and not-self occurs continuously
throughout life (Viney, 1992). It has been argued that identities are continuously formed
and reformed throughout life (Steenbarger, 1991). As selves or identities continually
change and transform, there is an implication that they become more complex or
established (Cox & Lyddon, 1997).

4.1.2 Narrative accounts of identities
Narrative psychology has addressed identity and self by drawing on social constructivist
assumptions (Crossley, 2000). Narrative psychology attempts to account for selves or
identities by ordering events in peoples’ lives by time and by the transitory nature of
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events (Crossley, 2000). Constructing stories or narratives allows people to place events
in a structured manner with the purpose of creating a meaningful life. Narratives are
continuously updated and altered, which means a complete and final narrative will
never be formed (Mathieson & Stam, 1995). This notion of constant flow or processes
is a main tenet of personal constructs in Kelly’s theory (1991). People are always
engaged in processes of construing the constant flow of events in life. It is the ordering
of events which creates a sense of internal coherence in peoples’ stories (Kelly, 1991).

People gain senses of their identities through interactions with society (McAdams,
1988). Identity can be understood to be the recognition of persons’ separateness from
and unity with the environment (McAdams, 1988). The ego has been differentiated
from identities and has been argued to be, “… the synthesizing agent of the personality
that facilitates the integration of temporal events into a constructed whole – the personal
story. The more highly developed one’s ego, the greater the differentiation and
integration of one’s constructed identity” (McAdams, 1985). The difficulty people face
in society is attempting to integrate the numerous identities which exist into a coherent
unity (McAdams, 1997).

Life, however, can be interrupted and disrupted with the presentation of traumas such as
chronic illnesses. There has been a promising indication that narrative is able to account
for this type of interruption (Crossley, 1997, 1999, 2000). Serious illnesses such as
cancer threaten peoples’ identities by creating discrepancies between patients’ previous
healthy identities and their emerging illness identities (Mathieson & Stam, 1995). It has
been argued that crises involving identities are actually story revisions (McAdams,
1988) which need to be renegotiated so people can create meaning from their illness
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experiences (Mathieson & Stam, 1995). Narratives have been defined to be an
interpretation of life events or a way to search for personal identity (Mathieson & Stam,
1995). People choose to tell the most meaningful life stories. If it were not for engaging
in narrative, people may not reflect on certain elements in their lives and then include
them in their understanding of their identities (Mathieson & Stam, 1995). Illness can
disrupt persons’ lives in a number of ways. Cancer patients have reported disruptions to
their bodies such as the presence of symptoms and have reported feeling contaminated
(Mathieson & Stam, 1995). Patients reported that their interactions with professionals
were impersonal or communication was lacking (Mathieson & Stam, 1995). The
previous construct systems patients were using appeared to be no longer useful to
patients in understanding and interacting with the world as people suffering from
cancer. In the case of cancer patients, the presentation of illness meant identities needed
to be renegotiated in order for patients to continue meaningful lives.

4.1.3 An Eriksonian account of personal identities
Each of Erikson’s (1959) eight psychosocial stages of development represent a conflict
between internal aspects of persons and external aspects of society (McAdams, 1988).
These conflicts arise during different phases throughout the life span. It is not essential
for people to resolve the conflict which emerges at each psychosocial stage for people to
be able to progress to the next stage (Erikson, 1959). Once adolescence has been
reached, young people have usually accumulated a substantial past and it is at this point
in time that the issue of identity arises. Identity versus Identity Diffusion is
representative of the fifth psychosocial conflict (Erikson, 1982). During this phase,
adolescents explore possible alternatives regarding personal values, occupation and life
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goals. Progression through this phase results in young people having attempted to
establish a sense of self or solidified internal structure (Marcia, 1980). This process
enables adolescents to identify their place within society, whilst Identity Diffused
adolescents struggle with this process and appear to gain no life direction. There is
discord amongst theorists about whether the re-emergence of identity conflict occurs in
later stages of life when, it has been argued, young people have already resolved such
conflicts (Goethal, 1976; Levinson, 1978). It has been argued that identities are subject
to change and are not entirely formulated in adolescence (Kelly, 1955). Erikson noted
that identity formation is “…a lifelong development largely unconscious to the
individual and to his society” (Erikson, 1959, p.113), which suggests Erikson agreed
that identity formation continues unconsciously throughout the lifespan (McAdams,
1988).

Constructivists have built on Erikson’s landmark work on identities by focusing on the
formation of identities and by postulating an identity status paradigm (Berzonsky, 1990;
Marcia, 1966). In this paradigm, identity domains have been proposed at the content
level -for example, at the level of occupations and relationships rather than at the overall
level of construct systems (Schwartz, 2001). It has been argued that in forming
identities, people have different states of exploration and commitment which in turn
provide people with the option of four combinations of identities (Marcia, 1966). The
notion of identity formation has been further built on within a constructivist and
postmodern framework (Berzonsky, 1990). In doing so, identity has been
conceptualized as a theory, constructed by persons and characterized by continual
change (Berzonsky, 1986, 1987). Individual constructs represented a theory of self. For
these theories to be useful for persons, the constructs need to explain life events and be
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interpreted in terms of values, goals and desires (Berzonsky, 1988). To maintain useful
theories of self, theories need to be revised when life events dictates the need for change
(Berzonsky, 1988). People have different styles of cognitive processing available to
them in order to construct, maintain and revise theories of self which will determine
which type of self theorist people are (Cox & Lyddon, 1997).

4.1.4 Personal construct account of identities
4.1.4.1

Core constructs

It has been postulated that core constructs or core values are indicative of identities
(Cross & Epting, 2005; Leitner; 1987). Core constructs have been claimed to unite the
past, present and future. Core constructs, like other constructs in the system, are subject
to revision and change even though this core part of construct systems are more likely to
remain relatively stable (Epting & Amerikaner, 1980). Core constructs are subject to
change when people interact with significant others and when people have the ability to
recognize themselves in these interactions (Epting & Paris, 2006). Core constructs are
superordinate, which means they are higher in the system in relation to other constructs
(Kelly, 1991). The superordinate nature of core constructs implies that some identities
may not be within the realm of people’s awareness. Higher order constructs are more
likely to be nonverbal and exist within the unconscious (Kelly, 1991). Not all aspects of
identities are available to people’s conscious awareness, such as the intrapsychic
conflicts which exist between the ego, the id and the superego (Erikson, 1974, 1980).
According to PCP, a degree of inconsistency or fragmentation exists in all persons’
construct systems, even for people who are considered to be functioning at their
optimum (Epting & Paris, 2006; Kelly, 1991). A degree of fragmentation is able to exist
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within personal construct systems because incompatibilities between constructs exist at
lower, concrete levels of personal construct systems.

The overall purpose of construct systems is to predict future events in a manner which
elaborates and extends systems. People are always in a forward moving motion because
they are engaged in the process of construction or interpretation of events (Kelly, 1991).
This notion has been articulated in Kelly’s (1991) fundamental postulate, “a person’s
processes are psychologically channelized by the ways in which he anticipates events”
(p. 32). This indicates identities or selves are conceptualized as fluid forms rather than
static entities. Core constructs or identities act as the overarching preserving
mechanisms of construct systems and serve the purpose of creating internal coherence.
Maintaining construct systems allows for the continued use of systems in anticipating
future events. A case study which explored the identities of a consumer suffering from
multiple personalities was conducted (Leitner, 1987). The case exemplified internal
incoherence within a person’s core construct system. It was conceived that the
consumer fragmented their sense of self into multiple personas in order to minimize the
impact of invalidation which occurred through interactions with others. The consumer’s
construct systems were not understood by other people and core constructs
representative of the consumer’s identities remained intact (Leitner, 1987). On the other
hand, living with a differentiated sense of self or identities meant the consumer did not
reap the benefits achieved in understanding the meaning systems of other persons and
therefore was not living a meaningful life.

Socially constructed identities or communal core constructs can pose as a mismatch for
subgroups within societies. For example, exploration of males’ homosexual identities
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revealed that their core constructs were in conflict (Cross & Epting, 2005). Homosexual
men experienced difficulty integrating homosexuality into their senses of identities.
Socially constructed interpretations of homosexuality available within societies
devalued homosexual people. It was proposed that for men to gain construct system
integration, they would need to construct their own interpretations of homosexuality and
incorporate these homosexual selves or identities into their existing structures as
opposed to adopting existing, communal and less useful interpretations (Cross &
Epting, 2005).

Applying socially constructed homosexual labels to people can result in the preemptive
construing of persons who happen to be, among other things, homosexual. There may
be characteristics embedded in the homosexual label which are not in line with persons’
core constructs (Cross & Epting, 2005). Adopting socially constructed homosexual
identities may mean homosexual people lose a part of themselves, which has been
referred to as self-obliteration (Cross & Epting, 2005). In extreme cases, Kelly (1991)
warned that the act of suicide occurs because people encounter the complete loss of
selves. Defining self solely in terms of sexuality is a restrictive practice. Labelling, on
the other hand, can be opportunistic when particular labels are attached which provide
platforms for people to make new meaning (Cross & Epting, 2005). People may adopt
communal constructions of homosexual identities at the cost of losing individualism,
which may result in preemptive construing. Preemptive construing, for example, may
involve people perceiving that homosexual people can never have children or can never
be married. This example demonstrates how labelling can create problems for
homosexual persons.
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The social interactions and relationships people have with others are important in
maintaining a sense of self (R. A. Neimeyer, 2001). Significant people activate parts of
persons’ selves which other less significant people can not. The death of significant
persons means the parts of persons’ selves previously activated by loved ones will no
longer be affirmed. In other words, when loved ones die, people lose parts of their
selves because the deceased person was the only person able to activate these particular
parts of persons’ constructs systems (R. A. Neimeyer, 2007). This idea can be
demonstrated in the literature about dementia and caregiving. Carers of people with
dementia stated that when care recipients no longer fulfilled their role in the
relationship, carers questioned what role they were to play (Hasselkus & Murray, 2007).
Carers appeared to have lost parts of themselves. For example, a daughter caring for her
mother no longer felt as though she could define the lady she cared for as her mother.
Significant persons activated certain parts of other people’s selves. In death, or illness
that disintegrates sufferers’ identities such as dementia, it has become apparent that the
bereaved or carers have lost parts of their selves.

Self-not self constructs exist within construct systems. Different selves can be presented
in different contexts, which suggests that more than one self exists. Self-not self
constructs that are superordinate can be considered core constructs and it is the
collection of these core constructs which constitutes peoples’ identities. The self-not
self constructs which people are prepared to share with significant others are core role
constructs. Identities remain fairly stable across time and in different contexts. Selves
can be lost, replaced or new selves can be constructed and integrated into systems.
Some people may have many selves which are simple in nature whilst others may have
fewer selves which are more complex and multifaceted. Finding a mid-ground between
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the two is optimal because attempting to integrate many selves or many identities may
result in inconsistencies. Conversely, having fewer selves or identities may mean that
certain identities are subject to domination of other identities.

4.1.4.2

Core role constructs

Kelly has described his notion of core role constructs; “One’s deepest understanding of
being maintained as a social being is his concept of his core role” (Kelly, 1991, p. 370).
Core role constructs have been awarded relative significance within construct systems
(Leitner, 1985b). The way in which people construe themselves is a product of the
important relationships they have with others, that is, those relationships in which they
are able to understand the meaning systems of other persons (Butt, 2008). Core role
constructs indicate who people are, who they may become and who they would like to
be (Leitner & Dill-Standiford, 1993). People use these when interacting with significant
others. People share these constructs with significant others, allowing people to
understand one another’s construct systems. In everyday interactions with insignificant
others, people will use the peripheral, subordinate constructs in their systems (Epting &
Amerikaner, 1980; Leitner, 1985b). An example of a core role construct indicative of
sexual and personal identities is ‘self as male-self as female’ (Leitner, 1987). The lose
of relationships which involved understanding the meaning systems of others persons
with significant others this impacts on core role constructs (Meshot & Leitner, 1994).
This has been demonstrated in bereavement studies (R. A. Neimeyer, 2007) and in
studies of caring for people with Alzhiemer’s disease and dementia (Kaplan & Boss,
1999; Karner & Bobbitt-Zeher, 2005).
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The effect on core role constructs of loss of significant relationships can be
demonstrated in the relations between family mental health carers and consumers.
Generally, people are more likely to enter into relationships in which they understand
the meaning systems of other persons, such as family members. That is, family
members tend to share their intimate core role constructs with their relatives. Family
members who had significant relationships with relatives find their relationships with
them have changed when mental illness terrorizes families. Family members are faced
with relating to relatives with post-morbid core construct systems, when they previously
related with their premorbid core construct systems. Validation which carers sought
from those they intimately engaged with may no longer be available. It is likely that
carers seek validation or elaboration of their core role constructs through these relations
(Meshot & Leitner, 1994); however, one caveat should be made at this point. In the case
of spouses this scenario would depend on the existence of the illness before or after the
relationship commenced. In the case of child carers of prents, it is likely that the carers
were never acquainted with their parents’ premorbid core construct systems.

Possible core constructs which family carers may use include: ‘self as good parent - self
as bad parent’; ‘self as protector - self as incapable’; ‘self as genuine - self as
superficial’; ‘self as reliable - self as unreliable’; and ‘self as committed - self as not
committed’. Siblings of mentally ill people have reported their own fears of developing
mental illness (Lukens et al., 2004). Core constructs representative of these fears may
include; ‘self as mentally healthy - self as mentally ill’. Family carers’ core constructs
are those most likely to be affected by mental illness-related events because core
constructs are ranked high in the construct system and are deemed important by carers.
Family carers are going to experience problems in a number of areas of their lives in
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which these core constructs are used because core constructs govern entire construct
systems.

Distinctions can be made between Senses of Identities and Senses of Selves. Core
constructs govern and maintain construct systems and have been considered to be
representative of identities (Cross & Epting, 2005; Leitner, 1987). Selves, on the other
hand, are distinguished from constructs which are self-related or not self-related. Self is
‘…that part of the person that knows and experiences reality’ (Harter, 1988). Self
appears to be either a feature or not a feature of constructs, whilst identities are the
constructs which govern the overall systems. Refer to Figure 1 for a conceptualization
of identities or core constructs, core role constructs, self-related - not self-related
constructs and constructs in a two dimensional construct system. The diagram presents
the hierarchical nature of a simplified construct system. Note that, for convenience,
constructs have been presented in bipolar form in this diagram; however, as mentioned
earlier they are actually conceptualized to be fluid in form. I provide an example of how
a higher order construct subsumes lower order constructs. Core constructs and core role
constructs are located at the higher end of the construct system and self-related - not
self-related constructs are structurally located nearby.

4.1.4.3

Self-related constructs and multiplicity of selves

Self or identity is embodied in a group of constructs (Kelly, 1991). Kelly stated that
constructs are representative of an ongoing sense of personhood (Epting & Paris, 2006;
Kelly, 1991). Self has been defined as a “proper concept or construct. It refers to a
group of events which are alike in a certain way and, in that same way, necessarily
different from other events. The way in which events are alike is the self” (Kelly,
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Central, higher
order constructs

Peripheral, lower
order constructs
Legend
Core constructs
Core role constructs
Self-related construct pole
Not self-related construct pole
Bipolar constructs
Indicates higher order constructs subsume lower order
constructs

Figure 1. A conceptualization of identities or core constructs, core role constructs, self-related – not-self
related constructs and bipolar constructs in a two dimensional construct system.

1991, p. 91). It has been propounded that a group of core constructs is what constitutes
the self that is not distinguished from identities (Miall, 1989).

In particular, a multiplicity of selves or the metaphor of a ‘community of selves’ has
been proposed (Mair, 1977). Each person has their own community. Communities can
be simple and consist of few members or can be complex and consist of many members.
These multiple selves exist simultaneously as opposed to the notion of people
progressing through a series of selves. Selves which are isolated from other selves tend
to typify individualized communities and selves which are inter-related with other
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selves tend to typify shared communities. Shared communities have been considered
optimal in the sense that increased communication occurs between selves. People can
move outside of their own communities and become invested in other peoples’
communities; however, when this occurs people risk neglecting their own communities.
Moving in and out of communities demonstrates Kelly’s (1991) notion that people are
in a constant state of movement. For example, people are able to shift in between
different selves or members in their community. There is no ‘central control-tower’
from which people operate their community because people are living through their
multiple selves. People actively experience the world through these many selves.

Each self may be a construct or combination of constructs and selves can be present
most of the time or appear in certain situations only (Mair, 1977). Selves can be
dominant or submissive and can be similar or different. Selves can be in conflict, which
creates lack of movement in regards to the Experience Corollary (Mair, 1977). The
system may be in conflict because one community member may be, in Kellian terms,
engaging in hostility while another is engaging in aggression. Conflict within
communities makes it difficult for an all encompassing person to undertake cycles of
experience and to make changes in directions optimal for their construct systems.

People make discriminations between self and not-self when they encounter the world.
Self has been likened to a platform from which people are able to experience events
(Mair, 1977). While in the process of experiencing a self that particular self is not
available to persons. If people shift away from the ‘self’ platform, the ‘not-self’ aspect
of construing would then be perceived (Mair, 1977) which highlights the importance of
including both ‘self’ and ‘not-self’ aspects when describing selves. This concept
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resembles the idea that people are unable to be aware of their own framework when
encapsulated in it (Kroger, 1983). These self – not-self constructs or platforms can be
used to construe new events (Mair, 1977).

4.1.5 Identities of family members’ caring for relatives suffering
from serious mental illness
The identities of family members informally caring for relatives with serious mental
illness will be examined. This exploration of individual identities will include parents,
spouses, siblings and children of care recipients with mental illness, consumers’
identities and the identities of families as a unit. I will make references to the
experiences of family carers of relatives with other chronic health conditions.

4.1.5.1

Parental carers

The family mental health caregiving research has focused primarily on parental carers
of adult children with mental illness. Parental carers revise their roles as parents and
reconstruct their personal identities in reaction to events occurring throughout their
adolescent’s or adult child’s illness (Milliken, 1998). Parents continue to behave in
accordance with their pre-existing parental identities. Parents continue to protect and
direct their child’s care but experience difficulty when faced with laws of confidentiality
when interacting with mental health services (Milliken, 1998). It has been identified that
at this point in time parents consider themselves disenfranchised (Milliken, 1998).
Disenfranchised parents have been identified as one of the four types of identities found
in a three-stage model of parental caregiving. One or both parents of adult schizophrenic
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children were interviewed about their mental health caregiving journey (Milliken &
Northcott, 2003). Parents from the same families were conceptualized as separate units
of analysis in the study, which I perceived to be problematic because multiple responses
from the same family may bias the data. It would have been preferable to have regarded
the parent dyad as the unit of analysis or have included only one parent from each
family unit.

Four identities and three stages were found in parental carers (Milliken & Northcott,
2003). The four identities included: 1) Parent of a Teenager; 2) Disenfranchised Parent;
3) Re-enfranchised Parent; and 4) Emancipated Parent. Parents expected that their
parental role would reduce when their children transitioned into early adulthood. For the
majority of parents discovering their child had a mental illness was conceptualized to be
a period of crisis (Milliken & Northcott, 2003). During crisis, parents engaged in a
process of identity reconstruction, changing their identities to that of disenfranchised
parents. These parents were unable to assume responsibility for their adult children
because the children were at an age where they were legally responsible for themselves.
Parents feared for their children’s safety and behaviour, felt powerless, frustrated,
developed poor self-esteem and became socially isolated (Milliken & Northcott, 2003).
Social isolation meant parents did not have opportunities to validate their newly formed
identities. Identities were formed partly through interactions with others and if
interactions were limited to for example mental health professionals, the input of the
mental health professionals would be important in shaping identities.

Searching for assistance from others marked a shift from the Disenfranchised Parental
Identity to the Re-enfranchised Parental Identity. This type of identity entailed parents
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regaining responsibilities for their adult children by engaging in advocacy activities
which allowed parents to perceive their roles to be valuable. Parents engaged in
processes of re-evaluation of their lives and considered their own personal goals and
needs, which led them to construct the Emancipated Parental Identity. This identity has
been considered an ideal identity because parents have relationships with their children
but are not undertaking challenging tasks involved in caregiving. It would be difficult to
reach this type of identity when mental health services do not meet the needs of
consumers. Independence between parents and their adult children did not occur for
participants (Milliken & Northcott, 2003). Parents’ identities at this phase were a
combination of Re-enfranchised Parental Identities moving towards Emancipated
Parental Identities. There was no linear transition between identities over time (Milliken
& Northcott, 2003) and relapses in this model would shift parents back to a
Disenfranchised Identity. Four types of identities and three phases of parental
caregiving for children with schizophrenia has been postulated. Progression through
stages and identities resulted in increased senses of empowerment and competencies in
parents.

Parents caring for children with schizophrenia have been found to adopt one of the four
types of caregiving approaches: 1) Engaged Care; 2) Conflicted Care; 3) Managed Care;
and 4) Distanced Care (Chelsa, 1991). Twenty-one parents were interviewed and
observed in the family home. Engaged Care represented an extension of parents’
responsibilities. These parents were interested in their children’s thoughts and actions.
Conflicted Care represented parents in conflict over loving and supporting their children
and feeling resentful and deprived of their own goals in life. Parents who adopted a
Managed Care approach were proactive and researched information on how to help their
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children and set goals. These parents did not perceive they were in the role of
responsible parent; however, they perceived they were in caregiving roles. The final
caregiving approach was Distance Care, which was specific to fathers who were not
engaged in daily caregiving activities. Fathers received periodical reports from mothers
who were more involved in caregiving. Fathers who adopted this approach experienced
more anxiety and concern for their children. Mothers and fathers may adopt different
caregiving approaches. Even though a longitudinal study was conducted details
regarding transitions and phases were not provided (Milliken & Northcott, 2003).
Parents more than likely change their caregiving approach over time in reaction to their
relative’s stage of illness (Milliken & Northcott, 2003). It was highlighted earlier that
parents reconstructed their identities in line with changes which occurred in their
children’s lives. I propose that identities will be continually reconstructed throughout
different points in the caregiving journey. In summary, four parental approaches to
caregiving have been found. Parents’ representative of Engaged Care wanted to
understand their children’s subjective experiences, whilst parents who used other
approaches were more objective.

Parents reported feeling responsible for conducting further investigations into their
children’s emerging mental illness and felt they needed to search for diagnoses and
ways to manage the illness (Pagnini, 2005). Parents have reported experiencing a
variety of negative emotions which have rangeing from fear to guilt. Fear and guilt arise
because parents blame themselves for causing their child’s illness and for not
preventing or curing it. Some carers have been able to reach self forgiveness (that is,
acknowledge they were not the cause of their children’s mental illnesses) and these
carers were able to acknowledge that the process of recovery is the responsibility of the
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consumer (Cohn, 2005). Parents tended to feel guilt and responsibility for their
children’s mental illnesses.

4.1.5.2

Sibling carers

The impact mental illness has had on siblings identities is different to the impact on
parents’ identities. According to Erikson (1968) parents would have established their
own sense of identities unlike many of the young siblings living in an environment with
mental illness. Focus group methodology was utilized to capture the experiences of 19
adult American siblings living in families with mental illness (Lukens et al., 2004). The
sample consisted of 16 females, three males, aged between 25 and 73 years, earning
from $50 000 to $75 000. The majority of participants were Caucasian, approximately
half participated in support and advocacy groups and relatives mainly suffered from
schizophrenic disorders. Siblings reflected on the impact of mental illness on their past
and present identities and how they envisaged their future would be. An array of
negative emotions emerged, including complex loss, anger, guilt, fear and anticipated
burden. Participants reported their sick siblings had made intrusions into their personal
lives and crossed emotional boundaries. Participants were vulnerable about their own
mental health and feared the possibility of genetically transmitting mental illness onto
their own children. To some extent mental illness had also positively impacted on
siblings’ identities by bringing meaning into their lives, fostered the development of
desirable traits and subjected participants to experience deep emotion and understanding
of human existence (Lukens et al., 2004).

In early illness phases, siblings reported isolating themselves from parents and
consumers, experiencing disruptions to family life and feeling labelled as siblings of
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people with mental illness (Lukens et al., 2004). Siblings have reported receiving less
parental attention during illness onset, loss of premorbid relationships with ill siblings
and experiencing survivor guilt (Pagnini, 2005). Disruptions in life may extend well
into adulthood when siblings find they are required to increase their involvement in care
due to ageing parents, which interferes with their own personal relationships and own
family life (Pagnini, 2005). Siblings along with other family members unendingly
grieved the losses associated with mental illness.

Grief and loss increased siblings’ sense of isolation. Siblings felt families focused on
consumers well-being which meant well siblings received less attention. Siblings
reported illness-related events were not acknowledged by families, which led siblings to
associate this concealment with loss (Lukens et al., 2004). In family environments
which were fraught with bedlam, family systems appeared to lack internal unity. Role
confusion was apparent when siblings became confidants for their parents and parental
figures for their ill siblings. In some families, additional members began suffering from
mental illness. Siblings were challenged with the dual task of forming coherent senses
of their own individual identities while forming coherent senses of family identities.
Participants’ accounts gave the impression that sibling identities were fragmented,
especially when they reported they presented different aspects of their selves to different
persons in the family.

4.1.5.3

Young carers

Exploration of the experiences of young carers, including young adult mental health
carers of parents has received less attention than other carer groups (Grant, Repper &
Nolan, 2008) despite the risk to young carers health, education and overall well-being
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(HM Government, 2001). Published studies tended to use small samples. A
retrospective study, for example, utilized ten American Caucasian adult offspring. This
qualitative study was based on carers’ experiences growing up with mothers suffering
from schizophrenia; participants over the age of 18 participated (Kinsella, Anderson &
Anderson, 1996). Illness onset differed for adult offspring and sibling carers. On
average, illness onset occurred when adult offspring were in their early childhood,
whilst onset occurred when siblings were adolescents (Kinsella, Anderson & Anderson,
1996). Other research has found that, in retrospect, adult-child carers grieved the loss of
the life they had had prior to the onset of their parent’s illness, the loss of their
childhood and relationships that could have been (Pagnini, 2005).

In the study with adult offspring caring for schizophrenic mothers, semi-structured
interviews were performed and analyzed for themes. Themes were classified into three
topics: 1) Coping Skills; 2) Needs; and 3) Strengths. The following themes represented
Coping Skills: Constructive Escape and Seeking Support. The following themes
represented Needs: Information/Explanation and Support groups, and Normalization.
Themes representative of Strengths included: Self-reliance and Empathy (Kinsella,
Anderson & Anderson, 1996). All participants sought psychological treatment in
adulthood as a direct result of living with parents with mental illness. This study
provided a broad range of retrospective findings across developmental stages.

Young Australian carers of relatives with mental illness, drug-related issues and
physical disabilities were interviewed in an attempt to understand their needs and
barriers to accessing services (Moore & McArthur, 2007). Young carers’ ages ranged
from nine to 24 years. Over half of the participants had been caring for approximately
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seven to ten years. Carers requested appropriate support for their ill relatives and
families rather than for themselves. Adult-child carers reported feeling responsible for
parents and their families and assumed household and family caregiving duties
(Pagnini, 2005). Some young carers stated that they did not perceive they were carers,
which was a barrier to accessing services. Fear of intervention from social services and
stigma associated with divulging parents’ illnesses to others were also barriers (Moore
& McArthur, 2007). Similar findings have been found in a UK study with 40 young
carers; parents and key mental health workers also participated in this research on the
experiences and needs of young carers (Aldridge & Becker, 2003). Young carers were
more concerned for their parents’ well-being than their own and tended to minimize
their own needs. Young carers also feared family break-up if social services were to be
contacted. Community stigma prevented young carers and parents from accessing
services. Children worried about their parents which impacted on their school
performance. Child carers were not recognized or included in parents’ treatment even
though children provided support, which ranged from emotional to domestic support
(Aldridge & Becker, 2003). Community stigma was an issue, which existed for both
young carers and their parents in accessing services. It was also reported that young
carers failed to recognize they are engaged in caregiving.

4.1.5.4

Spousal carers

A number of psychosocial variables were used to predict burden in 163 American
spousal mental health carers (Noh & Avison, 1988). An even number of male and
female spouses were interviewed. Partners had been discharged from psychiatric care
facilities and 42 suffered from schizophrenia. Subjective burden was measured along
with other variables, including: psychiatric factors, family environment (such as
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employment), stressful life events and social support. Male spousal carers experienced
more unemployment than females. Symptoms significantly predicted subjective burden
in carers and subjective burden did not differ across genders. Children living in the
home increased the degree of burden experienced in spouses. Burden and poor mastery
was more prominent in older females living with children. Females reported more
stressful life events and males reported greater senses of mastery. Social support did not
differ for genders. Symptoms, mastery, stressful life events and co-residence impacted
on spousal carers experiences of burden.

To understand ways in which spouses managed or prevented burden, resilience was
measured in 18 Caucasian spouses caring for partners with a number of serious mental
illnesses (Mannion, 1996). Spousal dyads were heterosexual relationships and the
majority of spouses were married. Thematic analysis was performed on written
responses to open-ended surveys. Themes were categorized into three types of
resilience: 1) Family; 2) Personal; and 3) Consumer. Spouses tended to endorse themes
of Personal Resilience more so than Family or Consumer Resilience. Participants
endorsed significantly more themes representative of personal contributions of spouses
compared to other themes. This theme represented the contributions spouses made to
their ill partners, to other family members and to society. Themes represented both
burden and resilience. It should be noted that spousal carers resisted adopting a
caregiving role, opting to maintain their role as partner (Mannion, 1996).

It has been argued that for spousal mental health carers the burden or impact of mental
health related issues is dependent on whether the illness existed prior to the
development of the relationship or not (Pagnini, 2005). Problems specific to spousal

125

carers included life disruption in terms of deciding whether to have children, and
increased social isolation. Along with other family members, spouses grieve the loss of
premorbid relationships. Spouses may also experience guilt and a sense of obligation
surrounding whether they should continue to stay with their partners (Pagnini, 2005).
This type of subjective burden was found to be more prevalent in wives than husbands
caring for spouses with depression (Fadden, Bebbington & Kuipers, 1987). A
relationship between family burden and perceived mastery was been found in spousal
mental health carers (Noh & Avison, 1988) and in spousal carers of dementia sufferers
(Morris et al., 1989). The relationship between burden and perceived mastery was been
found in two different types of spousal carers.

Examination of different types of spousal carers such as spousal carers of dementia
sufferers may provide insight into the experiences of carers of people with psychiatric
illness. Investigation of spousal carers’ relationships with partners suffering from
dementia were conducted (Rudd, 2003). Quantitative and qualitative methods were
employed. Spouses grieved the loss of their marital relationships and their partners’
premorbid construct systems. Carers of spouses with dementia felt they were in
‘caregiving relationships’ rather than ‘marital relationships’, which some carers
resented. Transformation of relationships occurred through non-validation, the rewriting of identities and lack of sociality. Findings were compared to normative groups
and revealed carers experienced less marital satisfaction. Some carers rewrote ‘new
identities’ for themselves and for their spouses. It was speculated that the purpose of
this was for spouses to make sense of new experiences and find ways to better relate to
their dementing spouses. It was also suggested to be a method for alleviating guilt for
those engaged in other intimate relationships (Rudd, 2003). New identities that were
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created for dementing spouses meant carers referred to them as ‘children’ or ‘babies’
and new identities created for carers were ‘mothers’, ‘fathers’ or ‘parents’. Wives rewrote identities more so than husbands. Even though carers felt their spouses had
become strangers to them, a large proportion of carers remained committed to their
spouses and the institution of marriage. Some carers became frozen because of the
uncertainty or repeated invalidation, which meant their lives became filled with fear,
anxiety and threat (Rudd 2003). In order to manage, carers had to cease making
meaning and avoid invalidation which meant they were engaging in nonvalidation
(Rudd, 2003). The social processes care recipients previously engaged in no longer
occurred, sociality did not exist and therefore marital relationships had been replaced
with caregiving relationships.

4.1.5.5

Families and family dyads

Family cohesion was been found to predict general emotional distress in schizophrenic
relatives and their families (Weisman, Rosales, Kymalainen & Armesto, 2005). Family
cohesiveness has been defined as the level of commitment, help and support family
members offer each other (Weisman et al., 2005). This effect was only apparent in
Hispanic and African American families, not Caucasians. It has been argued that
cultural differences may have occurred because white cultures strive for individuality
(Weisman et al., 2005). No relationship was found between consumers’ perceptions and
families’ perceptions of family cohesion. Recommendations for interventions aimed at
improving family relations in order to aid family and consumer emotional well-being
were made. In this study internal reliability of the family cohesion scale was rated lower
than in previous studies that used this measure (Weisman et al., 2005). Family
cohesiveness was found to predict emotional distress in culturally diverse family carers.
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Within family units dyadic relationships can exist between carers and care recipients
(Coeling, Biordi & Theis, 2003). Caregiving dyads were investigated as the unit of
analysis and were demonstrated to be a measure of dyadic identities (Coeling, Biordi &
Theis, 2003). The inclusion of carers in the study was not based on care recipients’
illnesses but on the degree of care that recipients required. Three preliminary identity
archetypes emerged from the study. Firstly, both carers and care recipients immersed
their personal identities into conjoint identities. Secondly, personal identities were
retained by participants while they simultaneously held dyadic identities. Thirdly, joint
identities occurred when one party refused the conjoining of identities. Investigation of
dyadic relations between carers and care recipients revealed three different types of
identities.

A comprehensive representation of stigma at both the individual and dyadic level was
been found (Wight, Aneshensel, Murphy, Miller-Martinez & Beals, 2006). A sample
consisting of 135 carer-care receiver dyads were investigated. A conceptual model
accounting for stigma associated with HIV experienced by care recipients, carers and
dyads was proposed. Dyadic stigma was conceptualized as the combined experiences of
carers (Courtesy Stigma) and care recipients (Personal Stigma) and the stigma both
parties perceived in relation to the other. Dyadic stigma was influenced by ethnicity,
length of caregiving, income and the HIV infection status of carers. Short periods of
caregiving were suggested to be related to high levels of dyadic stigma because people
accrued coping resources over time (Wight et al., 2006). Minimal overlap between
individual and dyadic stigma was detected which suggested dyadic stigma was
qualitatively different from stigma experienced by individuals. Perceived stigma
differed between husbands with HIV and caregiving wives compared to sons with HIV
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and caregiving mothers (Wight et al., 2006). Wives were more likely to perceive higher
levels of stigma because communities may perceive the spread of the virus to wives to
be more likely to occur because of their sexual relations than it would with mothers
(Wight et al., 2006). Further, wives were in closer proximity to spouses with HIV in
terms of physical and social contact. A focus on individuals and dyads was a strength of
this study. Perceived stigma differed depending on kinships between carers and their
relatives with HIV. Length of caregiving was related to the degree of stigma
experienced in dyads.

4.1.5.6

Mental health consumers

There has been increased interest in understanding the identities or selves of mental
health consumers during illness recovery (Davidson & Strauss, 1992; Dinos, Lyons &
Finlay, 2005; Kelly & Gamble, 2005; Pettie & Triolo, 1999; Stein & Wemmerus, 2001).
It has been suggested that, in order to recover, consumers need to incorporate their
experiences of mental illness into their identities (Pettie & Triolo, 1999). There is
evidence that suggests consumers have become aware that their senses of selves have
changed (Spaniol, Koehler & Hutchinson, 1994). Anecdotal reports have indicated that
functional identities during recovery act as a foundational base and as an escape from
mental illness (Davidson & Strauss, 1992). Sixty-six consumers identified during
different phases of self-reconstruction were interviewed over a two to three year period
(Davidson & Strauss, 1992). Thirty-four males and 32 females who suffered from
schizophrenic and affective disorders participated in the study. A longitudinal design
was employed. The focus of the study was on discovering the processes involved in
establishing purposeful senses of selves whilst simultaneously experiencing illness
symptoms. Ratings were applied to interview transcripts. Approximately 48% of
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participants improved on overall functioning as measured by the Global Assessment
Scale. Recovery involved consumers integrating their premorbid construct systems with
morbid construct systems and future selves. It was suggested that establishing integrated
senses of selves provided consumers with a steady base from which future endeavors
could be undertaken. Four stages were evident during processes of self reconstruction:
1) Self-Discovery; 2) Interpretation of Strengths and Weaknesses of the Self; 3)
Behaving in line with these Aspects of Self; and 4) Using the Self as a Sanctuary from
Mental Illness (Davidson & Strauss, 1992).

A number of different processes were evident in the first phase of consumers selfreconstruction (Davidson & Strauss, 1992). Self-Discovery was based on the awareness
that senses of selves existed despite the presence of mental illness, while others
identified aspects of selves which were not affected by mental illness. Other consumers
discovered positive self-attributes which they did not realize existed and remained
unaffected by illness. Phase 2 included consumers exploration of strengths and
limitations which was undertaken in order to move towards goals. Phase 3 involved
consumers’ trialling their rediscovered selves and examining the outcomes. In Phase 4,
a functional self was established, which attempted to manage the existence of
symptoms. Senses of selves that were separate from mental illness continued to exist.
Phases were not found to be linear and consumers were simultaneously identified in
more than one phase. Mental health consumers progressed through a variety of
processes during their recoveries whilst simultaneously experiencing illness symptoms.
The notion of recovery involving identity reconstruction has been supported by
subsequent research (Pettie & Triolo, 1999).

130

Temporal comparisons of consumers’ senses of selves have been investigated (Dinos,
Lyons & Finlay, 2005). A British sample of six males and six females, who suffered
from schizophrenia and were clients of a psychiatric vocational service, participated in
this investigation. Participants were free of symptoms. Transcripts were obtained of
interview responses, content analyzed and patterns in the data were reported.
Participants used illness onset as a baseline from which comparisons of morbid and
present selves were made. Consumers tended to compare their present selves against
their morbid selves instead of against their future selves; this occurred even though
interview questions included items about the future not the past. Participants deemed
past selves to be less favourable than present selves and future selves were considered
more favourable than present selves. The authors contend that temporal comparisons
contributed to positive constructions of consumers’ selves. Postmorbid selves generally
were not considered more desirable than present selves. Over half of the participants
reported their mental health had improved when present selves and postmorbid selves
were compared.

Time lapsed since illness onset did not influence the type of comparisons participants
made; however, consumers in processes of recovery tended to make comparisons of
selves across time (Dinos, Lyons & Finlay, 2005). A period of three to nine years had
lapsed since illness onset for six participants and a period of ten to 20 years had lapsed
for the remaining six participants. Present selves were viewed more favourably than
morbid selves; this positive comparison occurred independent of the time that had
lapsed since illness onset. Temporal comparisons of identities contributed to positive
constructions of consumers’ selves. Present selves were compared with morbid selves
not future selves.
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In order to quantitatively understand the recovery experiences of mental health
consumers, a consumer-friendly questionnaire designed to measure attitudes towards
consumers’ recovery was developed (Borkin, Steffen, Ensfield, Krzton, Wishnick &
Wilder et al., 2000). The Recovery Attitudes Questionnaire (RAQ) was tested on an
American normative sample of 844 participants, which consisted of consumers, families
and mental health professionals. Recovery was defined as the process of finding
meaning in life whilst experiencing psychiatric symptoms (Anthony, 1993). Factor
analysis was undertaken on questionnaire items. Two factors underpinned the measure:
1) Recovery is Possible and Needs Faith and 2) Recovery is Difficult and Differs
Among People. Group responses differed. Overall, staff followed by consumers
possessed the most optimistic attitudes towards recovery. Even though carers were less
optimistic than consumers regarding recovery, parental carers and adult-child
consumers shared the same future expectations for consumers (Hagestad, 1986).
Families substantially endorsed attitudes that recovery was possible without staff
involvement. Time spent recovering correlated with consumers’ overall RAQ score.
Results may differ when the questionnaire is administered to other samples based on the
fact that staff responses to recovery were overly positive (Borkin et al., 2000).
Comparisons may be problematic because consumers’ diagnoses were not obtained.
Consumers who had been recovering for longer period obtained higher scores on the
recovery measure. Mental health stakeholders held different views regarding
consumers’ recovery. Consumers tended to be more optimistic than families about their
recovery.
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4.2 Identity
In this section, I will integrate the following concepts related to identities: grief, loss,
hope, senses of selves and stigma (Bentley, Viney, Crittenden & Deane, 2007b).

4.2.1 Grief and loss
Grief and loss have usually been associated with death and bereavement. Society has
failed to recognize the enduring grief and loss experienced by family mental health
carers because the physical embodiment of care recipients continues to exist (Lezak,
1978). This type of grief has been referred to as ‘disenfranchised grief’ (Doka, 1989)
and there is no available mechanism within societies to support grieving families.
Carers are faced with the loss of unfulfilled potentialities of consumers, loss of
consumers’ premorbid construct systems and loss of their own unfulfilled personal
aspirations (Karp & Tanarugsachock, 2000). Siblings have reported losing a sense of
freedom, control and privacy when growing up with mental illness in their family
(Lukens et al., 2004). Sibling loss was also reported in terms of families failing to
acknowledge mental illness-related events. Siblings and other family members did not
talk about their mental health-related experiences within their family, meanings were
not applied to illness-related events and siblings were not able to comprehend the
unpredictable nature of mental illness (Lukens et al., 2004). Loss occurred to consumers
and different types of loss were experienced by their families and siblings. Families’
recovery was stunted by the fact that families did not discuss illness-related events and
societies did not acknowledge the existence of disenfranchised grief.
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Families were found to jointly construct meanings in order to manage grief associated
with the loss of loved ones (Nadeau, 2001). Ten extended families consisting of 48
family members were interviewed individually and as family units. Structural changes
occurred in families, such as changes to roles, rules and boundaries, when families
attempted to make meaning from losses (Nadeau, 2001). For example, family members
adopted roles which deceased relatives had fulfilled. Results from interviews revealed
different types of meanings, patterns families’ adopted and strategies families used in
making meaning (Nadeau, 2001). Meaning making appeared to be a fluid process which
could either be accelerated or delayed. Families found it difficult to make meanings
from their losses when members did not share dialogue and avoided taboo topics
(Nadeau, 2001). In-laws had the ability to accelerate meaning making by increasing
dialogue because they were in a position to enquire about deceased family members.
This was because there was distance between in-laws and immediate family members
and therefore they were not privy to intimate family details. Strategies families used to
make meaning from losses included: storytelling, dreaming, comparisons,
‘coincidancing’, characterizations and ‘family speak’ (Nadeau, 2001). Comparisons, for
example, occurred when family members compared current losses with past losses.
Meanings were classified into two groups: a) What Death did not Mean, and b) the
Undeserving Nature of Persons that Died. Families had their own ways of coping with
losses through meaning making and families had the ability to enhance or diminish
meaning making.

Personal construct research on death and bereavement (Epting & R. A. Neimeyer, 1983)
can be applied to investigations of grief and loss experienced by family mental health
carers. It has been demonstrated (R. A. Neimeyer, 2002) that therapeutic reconstruction
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conducted with a personal construct approach can be utilized with people experiencing
grief and loss. This approach has the potential to be utilized with family mental health
carers. When loved ones die, people tend to lose parts of their selves. Those aspects of
self that are activated only when the self is interacting with particular persons can no
longer occur when such persons are deceased (R. A. Neimeyer, 2007). The personal
construct approach is able to provide explanations for why family mental health carers
grieve for their relatives’ premorbid construct systems.

Experiences of loss are not limited to death. Families living with relatives suffering
from Mild Traumatic Brain Injuries (MTBI) were found to experience ambiguous loss,
and people with MTBI were found to experience identity disturbances (Landau &
Hissett, 2008). Interviews were performed individually with MTBI persons, with their
family members and conjointly with both parties. Ambiguous loss was identified in
families who had experienced loss that had not allowed for closure. For example,
families grieved for missing relatives or relatives suffering from chronic illnesses.
Socially appropriate outlets for grieving were not available to families, resulting in
unresolved loss, which in turn resulted in boundary ambiguity (Landau & Hissett,
2008). It was the inability of families to resolve the losses which lead to ambiguous
boundaries within families. Persons with MTBI withdrew socially and resorted to
secrecy in order to cope with their identity disturbances; however, this made it difficult
for families to address the boundary ambiguities.

Persons with MTBI experienced senses of loss because they were aware that they were
no longer the person they were before their injuries. They were aware that their roles
within families had changed and they perceived they made less contribution to their
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families. Families’ reactions to the early stages of MTBI resembled those of family
mental health carers. In the early stages, families of people with MTBI attempted to
make sense of changes in their injured relative by attributing behavioural changes to
malingering or laziness (Landau & Hissett, 2008). As identity ambiguities in the
persons with MTBI increased, families’ experiences of boundary ambiguities increased.
There appeared to be a temporal link between sense of identities of persons with MTBI
and cohesiveness within family systems.

Length of time since injuries varied for participants in the MTBI study. When persons
with MTBI did not meet families’ temporal expectations in terms of recovery, boundary
ambiguities within families increased. This was precipitated by the persons with MTBI
hiding their diagnoses in order to avoid stigmatization (Landau & Hissett, 2008). It
seems that families tolerated a degree of behavioural changes in their relatives but after
a period of time expected relatives’ previous identities to return. Initially, ambiguity
regarding family members’ roles and responsibilities was tolerated. Families who
received a diagnosis of MTBI found families’ ambiguities were reduced, whilst for
others this resulted in fear of stigma which led patients to engage in secrecy and
families’ denial of diagnoses (Landau & Hissett, 2008). There was a temporal nature to
identity disturbances in patients’ and families’ experiences of boundary ambiguity.
Diagnosis aided in recovery for some families whilst it created fear in others. Stigma
interfered with the recovery of patients and families. Similarities between families of
people with MTBI and family mental health carers have been noted.

Experiences of loss were investigated in family mental health carers (Jones, 2004).
Family members of relatives who had been admitted to a London psychiatric hospital
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for six months participated in a study focused on losses. Families who were eligible had
relatives who had been admitted to hospital within the previous two years. Families
were also recruited through community psychiatrists treating consumers. Consumers
were diagnosed with either schizophrenia or bipolar disorder. Forty-seven parental and
sibling carers participated in the study. Experiences of loss and shame emerged from
transcripts which were obtained through unstructured interviews. Shame negatively
affected family members’ senses of identities (Jones, 2004). Siblings reported threats to
their own identities because of their sibling’s stigmatized illnesses. Family carers’
identities were negatively affected by mental illness and, in particular, siblings’ personal
identities were threatened.

4.2.2 Hope
Hope is a concept which has been identified in consumers’ and families’ experiences of
mental illness (Bland, 1997; Poster, 2001). The impact of hope on Australian mental
health family carers was investigated (Bland & Darlington, 2002). Hope was found to
be future oriented, optimistic and associated with goals that were considered attainable
(Benzein & Saveman, 1998; Bland & Darlington, 2002). Hope was found to be a
necessary factor in mental illness recovery (Poster, 2001) and used in reconstructing
consumers’ identities (Czuchta & Johnson, 1998). Hope was identified as a source of
coping for family carers (Bland, 1997). Families were interviewed about hope, loss of
hope and hope for self and for others (Bland, 1997). Themes which emerged from
interviews included: Temporal Nature of Hope; Relationship Between Hope and Loss;
Sources of Hope and the Identified Patient and the Progress of the Illness. Loss was
experienced in the present, whilst hope was future oriented. There was a temporal
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nature to hope which was linked to consumers’ mental health. When consumers were
unwell, hope was lost; however, when consumers experienced good mental health, hope
was present. Sources of hope included external factors, such as people, or internal
factors, such as religious beliefs. Families who acknowledged their relatives recovery
experienced hope. Hope varied across families and ranged from hoping for a full
recovery from mental illness to hoping loved ones had abilities to cope in the future
(Bland, 1997). Hope was evident in both consumers and families and differed across
families. There was a temporal nature to hope which for families appeared to be
intrinsically linked to consumers’ mental health.

Optimism is a concept similar to hope which has been explored in a large sample of
American mothers caring for adult children with schizophrenia (Greenberg et al., 2004).
Mothers were approximately 70 years old; they were interviewed and completed a
battery of questionnaires. Dispositional optimism, which is a general measure of
optimism, was defined as the propensity for people to believe positive events would
occur in their lives. Optimism was found to have a mediating effect when relationships
were used to predict psychological well-being (Greenberg et al., 2004). In other words,
optimistic mothers who perceived they had high quality relationships were more likely
to experience psychological well-being. Increasing optimism in family mental health
carers may be beneficial in improving their well-being.

4.2.3 Senses of selves and stigma
Key areas which have been identified in theories of self include: defining self, self as
fact or fiction, self as knower or known, self as structure or process, one self or many
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selves and consistent self or inconsistent self (Gergen, 1971). Within a personal
construct framework, senses of selves are constructed rather than discovered (Kelly,
1991). A multitude of selves has been proposed (Mair, 1977). Core constructs are
basically constructed from events which occur in peoples lives. Exploration of core
constructs is essential in understanding senses of selves or identities. In regards to
identity formation, Berzonsky (1989) attempted to account for people forming identities
in terms of developing a self theory. Each person develops their own theory of self,
which is constructed, tested and validated or hypotheses are reformulated in the wake of
contradictory evidence.

Investigation of selves and family relationships was undertaken in a small sample of
patients with Mild Traumatic Brain Injuries (MTBI) and their families, as previously
mentioned (Landau & Hissett, 2008). Ambiguous losses occurred when there was no
pathway for closure or resolution surrounding loss of premorbid identities because
persons with MTBI continued to exist but were different. Ambiguous loss or chronic
grieving has been identified in family mental health carers (Davis & Schultz, 1998).
Family ambiguity occurred when social boundaries, such as those that define social
roles, were unable to be re-established within families. Families may engage in secrecy
regarding patients’ injuries in an effort to avoid upsetting patients. Both phenomena are
not recognized within society and therefore no formal grieving process exists. A
relationship between patients’ and families’ experiences was found. As identity
ambiguity increased in patients, family ambiguity increased in families. MTBI patients
revealed that their loss of self was experienced in part because they were unable to fulfil
past roles such as roles within the family or society. Ambiguities arose when the
persistant effects of MTBI on patients did not adhere to families’ perceptions of
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recovery. Roles temporarily fulfilled by others were left wanting, while for some
receiving a diagnosis of MTBI resulted in reduced ambiguity.

Self-concept has been investigated within the context of caregiving for relatives
suffering from Alzheimer’s disease (Skaff & Pearlin, 1992). A sample of 527 spousal
and adult-child carers participated in the study. Empirical results dictated that Loss of
Self and Self Gain were not opposing poles on the same continuum but were separate
constructs. Extent of social contact and roles were used to measure the dependent
variable Loss of Self. Care recipients’ problem behaviours were found to be the
strongest predictor of Loss of Self. Gender, age and type of relationship were more
likely to predict Loss of Self. Females, younger carers and spouses were more likely to
experience Loss of Self. Contact with friends significantly predicted Loss of Self, whilst
family contact did not. Marital status predicted Loss of Self. Single carers without social
contacts experienced Loss of Self equivalent to the extent of loss experienced by
spousal carers without social contacts. It has been argued that role engagement acted as
a protective factor against Loss of Self. For example, employment significantly
predicted a negative relationship with Loss of Self. Conversely, employment was found
to have positive effects on health (Horowitz, 1985).

It has not been agreed upon whether the number of roles, defined in the conventional
sense, increased or decreased emotional problems. On the one hand, empirical evidence
supported the claim (Noh & Avison, 1988) that the more roles people fulfilled the more
likely they would experience emotional problems (Pearlin, 1983). The more roles
female carers fulfilled, the more they perceived their situation to be burdensome. On the
other hand, an increase in roles has been postulated to result in less emotional problems
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(Thoit, 1983, 1986). It has been suggested that differences in study findings may be due
to sampling composition; therefore, in order to settle this dispute further research needs
to be undertaken (Noh & Avison, 1988).

Personal identities are the unique aspects of people which differentiate them from others
and provide a thread of continuity (Goffman, 1963). Stigma impacts on peoples sense of
value. Courtesy stigma (Goffman, 1963) is a type of stigma which family mental health
carers have been subjected to (Angermeyer, Schulze & Dietric, 2003). Courtesy stigma
is evident in people closely related to stigmatized persons, who gain insight into
stigmatized persons’ negative experiences and to some degree are also negatively
evaluated by others (Goffman, 1963). Parents, spouses, siblings and adult-children
caring for relatives with schizophrenia participated in a German study which explored
the direct and indirect experiences of consumer and family stigma (Angermeyer et al.,
2003). Indirect experiences were representative of courtesy stigma. Four domains of
stigma were identified: 1) Interpersonal Interaction; 2) Structural Discrimination; 3)
Public Images of Mental Illness; and 4) Access to Social Roles (Angermeyer et al.,
2003). Sixty-five percent of families and 41% of consumers reported stigmatizing
experiences which were related to Interpersonal Interactions (Angermeyer et al., 2003).
Two-thirds of family members’ stigmatizing experiences indirectly related to their own
experiences. The experience of courtesy stigma has been empirically supported in
research conducted with family mental health carers.

The domain of Access to Social Roles involved a type of stigma found to be most
related to senses of selves in family carers of people with dementia. This type of stigma
represented accessibility to, for example, employment. Contrary to what other
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researchers have argued (Skaff & Pearlin, 1992), this domain was not found to
significantly contribute to stigma. Access to Social Roles only accounted for two
percent of family members’ experiences and six percent of consumers’ experiences,
which indicated perceived accessibility to social roles minimally contributed to stigma.
This may have occurred because participants did not require further access to roles
because they already had fulfilling valuable social roles (Angermeyer et al., 2003).
Alternatively, it may not be considered a stigmatized area in families’ lives. Family
members reported difficulty distinguishing their own stigmatizing experiences from
consumers. Courtesy stigma has been empirically supported and tended to be most
prominent when carers interacted with others.

Parental carers of people with first-episode psychosis significantly perceived more
experiences of stigma than sibling carers (Tennakoon et al., 2000). This may be a
reflection of the large proportion of parents who participated in the study: 70% of this
study’s sample were parental carers, whilst 17% were siblings. Fifty-eight percent of the
entire sample had over 32 hours contact with consumers each week and 60% lived with
consumers (Tennakoon et al., 2000). Parents were argued to be more likely to spend
more time with consumers compared with other family carers, which may explain the
differences in the degree of stigma experienced. Alternatively, parents may feel
stigmatized because they are made to feel responsible for their children’s illness. People
want to fulfil ‘valued social roles’ and parents gain strong senses of personal and social
identities from their parental roles (Stein & Wemmerus, 2001). Valued social roles were
compromised when parents cared for children with mental illness (Stein & Wemmerus,
2001).
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Stigma affects people by devaluing their senses of selves. Stigma encompasses concepts
such as stereotyping, prejudice and discrimination (Hinshaw, 2005). Forty-three percent
of family carers perceived families were devalued by societies (Struening et al., 2001).
Consumers’ diagnoses did not appear to alter carers’ perceptions of stigma (Struening et
al., 2001). It has been suggested that if families have negative interactions with mental
health staff and communities they will be more likely to internalize these negative
evaluations (Hinshaw, 2005), which may lead to poorer senses of selves. In terms of
personal constructs, stigma will affect carers’ core values or core constructs by
invalidating them. Carers tended to revise and alter their social interactions and
friendships in response to stigma, their caregiving demands and their need for security
and comfort (Karp & Tanarugashock, 2000). Carers tended to seek out interactions with
people they knew would understand and validate them and avoid those who would not.
Avoidance would be a way for carers to reduce invalidation of their personal construct
systems. Carers’ senses of identities are most likely to be affected by stigma. The part of
construct systems most likely to be affected would be core structures. Carers are likely
to avoid engaging in relationships which may lead to the invalidation of core constructs.
Carers will do this in an attempt to maintain their important core structures.

4.3 Interpersonal Relationships
This section focuses on family mental health carers’ interpersonal relationships with
important stakeholders, including: consumers, family members, mental health
professionals and communities. An operational definition of interpersonal relationships
will be provided.

143

4.3.1 Trying to understand the meaning systems of other persons
In order to engage in social processes with others, people need to have a basic
understanding of other persons’ construct systems more so than actually having an
understanding of the content of their constructs (Epting, Prichard, Leitner & Dunnett,
1996). The meanings of roles and role-relating differ when used in PCP compared to
traditional psychological meanings. Roles are fulfilled when both parties engage in
social processes, although reciprocity does not need to occur for people to be in roles
(Kelly, 1991). Roles are processes, not static entities. People gain an understanding of
the meaning-making processes of others by engaging in role-relating (Epting et al.,
1996). Role-relating requires people to share their core role constructs with others.
Relating in this manner can be satisfying; however, it requires people to take risks,
which may involve having their most important core structures invalidated (Leitner,
1987). People can protect themselves by either withdrawing from or avoiding
relationships with others (Leitner, 1987). In doing this, people avoid invalidation of
their important core role constructs. The literature indicates that family mental health
carers have attempted to engage in social processes with: consumers, family members,
mental health professionals and communities. It has, however, been difficult for carers
to engage in social processes with mental health staff (Bentley, Viney & Oades, 2003;
Bernheim, 1990; Hodgson, King & Leggatt, 2002; Winefield & Burnett, 1996) because
professionals do not understand the construct systems of family carers. Patterns of
behaviours defined as roles emerge from individuals’ construct systems. These roles do
not emerge from the groups people belong to (Kelly, 1991). People are more able to
interpret other peoples’ construct systems when they use their own construct systems
than when they use constructs which have been provided to them (G. A. Neimeyer, R.
A. Neimeyer, Hagans & Van Brunt, 2002). People fear engaging in relationships in
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which understanding of the meaning systems of others occurs because their core
constructs may potentially be exposed to invalidation by others.

In the event of invalidation, emotions such as threat, fear, anxiety, hostility and guilt,
which collectively has been conceptualized as terror, may be experienced (Epting et al.,
1996). Equally, engaging in relationships in which others’ meaning systems are
attempted to be understood enriches peoples’ lives and creates meaningful relationships
(Epting et al., 1996). Validation of core constructs can produce positive feelings
(Leitner & Faidley, 1995; Leitner & Pfenninger, 1994). Relationships are reciprocal.
For example, people may be learning about other peoples’ meaning-making processes,
while revealing their own processes of meaning making to others (Epting et al., 1996).
People with psychopathology tend to avoid intimate relationships in order to preserve
their core constructs which leads to the treatment of people as though they were objects
rather than meaning makers (Epting et al., 1996). For the most part, when people
interact with the world they do not engage in processes of understanding other peoples’
meaning systems (Epting et al., 1996).

4.3.2 The relationship between family carers and consumers
The relationship between families and consumers can be a tumultuous one and family
systems can fall into disarray. Approximately 40% of family carers reported the quality
of relationships with care recipients had remained stable since illness onset, whilst 45%
reported moderate alterations and 15% reported significant changes to the relationship
(Tennakoon et al., 2000). Families and consumers share similar journeys in relation to
mental illness. For example, both parties lose hope, experience stigma and grieve losses
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(Angermeyer et al., 2003; Atkinson, 1994; Bland & Darlington, 2002; Green, Davis,
Karshmer, Marsh & Straight, 2005; Jones, 2004; Stein et al., 2007; Struening et al.,
2001). However, their views on experiences of stigma have been found to differ. For
example, structural discrimination was noticed more by families than by consumers
(Angermeyer et al., 2003).

Throughout the caregiving journey, tension exists between parental carers and
consumers. Tension may arise because of consumers’ behaviours and non-compliance
with treatments (Pagnini, 2005). Carers were found to direct their anger towards
consumers because of the impact mental illness has had on their families or when
consumers did not engage in their own illness management (Pagnini, 2005). Tension
between spousal carers and consumers was found to occur over issues related to
finances, intimacy, balancing work and family commitments with caregiving and issues
surrounding starting a new family (Pagnini, 2005). Partners were found to engage less
in shared activities. In regards to relationships between siblings and consumers, siblings
reported losing their premorbid relationships. Siblings felt anger towards consumers for
the impact mental illness has had on the family, frustration when consumers were not
been compliant with treatment and fear consumers may attempt suicide (Pagnini, 2005).
Parents become frustrated if well siblings were not perceived to be supporting
consumers. Siblings on the other hand become frustrated with parents for paying more
attention to consumers (Pagnini, 2005). Siblings and parents worried about one another
and parents were worried and reluctant to hand over caregiving responsibilities to their
other children when they die (Pagnini, 2005). The impact mental illness had on child
carers were been identified as age dependent (Pagnini, 2005). Child carers were found
to experience anger, guilt and worry in reaction to parents’ illnesses. Child carers feared
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that they may have caused mental illness, which leads to guilt. Tension exists between
consumers and carers and is independent of kinship relation. Parents and siblings both
feel frustrated with consumers in regards to treatment adherence and the impact the
illness has on the family.

Carers’ perceptions of their relationships with consumers were found to significantly
predict the degree of burden experienced (Pickett et al., 1997). Carers who perceived
they had positive relations with consumers experienced fewer burdens. Two hundred
and twenty-two American parents caring for adult children participated in research
interviews. Participants were mainly white, married, employed and middle-aged.
Approximately half of the care recipients suffered from schizophrenia. Four hundred
and thirty-four control families participated in the study. The control sample resembled
the carer sample in demographic characteristics apart from ethnicity, education and
income. Mothers perceived relations with adult children suffering from mental illness
more positively than fathers (Pickett et al., 1997). Parental carers perceived more
positive relations with adult daughters than with sons. Inclusion of the control group
revealed that the existence of mental illness does not moderate this effect. It has been
argued that the effect of care recipients’ gender occurred because of the types of
contributions daughters made to families (Pickett et al., 1997). Perceived positive
relations with consumers predicted fewer burdens in carers.

In order to develop more positive, constructive relationships with consumers, carers
may need to reconstruct their relationships and their perceptions of their relatives’
identities. Carers contrast their care recipients’ premorbid identities with their morbid
identities when constructing narratives (Stern et al., 1999). Patients lose their premorbid
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selves. Carers experience tension when they remember their care recipients’ past,
premorbid identities because they remain in the presence of care recipients’ morbid
identities. Mental health carer’s narratives were found to shift from disorder to order
and from meaningless to meaningful (Stern et al., 1999). In premorbid relationships
both parties fulfilled roles that met the other’s expectations. Gradually, family members
reconstrued their relationships with care recipients to be relationships of caregiving.

Conceptualizing the shifts in relations between carers and consumers over the course of
illness is a difficult task. It seems that the quality of relationships may actually increase
experiences of subjective burden and poor satisfaction (Baronet, 2003). A study
utilizing a sample of spousal and parental carers and their relatives with schizophrenia
or bipolar disorder was conducted. Ninety-seven relatives caring for spouses or adult
children with schizophrenia or bipolar disorder were recruited. Negative experiences of
caregiving were operationalized in terms of subjective burden, whilst positive
experiences of caregiving were operationalized in terms of satisfaction. Family support
and relationship quality between consumers and family carers was measured. Quality of
relationships was defined as mutual understanding, support, communication and
acceptance. Hierarchical multiple regression analyses were conducted and the following
items were entered as covariates: objective burden, co-residence, kinship relationships,
age and symptomatic behaviours. An association between relationship quality and
appraisals of caregiving was found (Baronet, 2003). A significant positive relationship
existed between subjective burden and relationship quality. A significant negative
relationship between caregiving satisfaction and relationship quality was found. Poor
quality relationships predicted satisfying caregiving experiences and less subjective
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burden. Carers were more likely to experience subjective burden if they had positive
relations with their relatives.

The quality of interpersonal relationships has also been investigated in mothers and
their adult children suffering from schizophrenia who they care for (Greenberg, Seltzer,
Krauss, Chou & Hong, 2004). Quality of relationships was used to predict carer
psychological well-being. Two hundred and ninety-two American mothers participated
in this study. Mothers participated in interviews and completed a battery of
questionnaires. Comparisons were made against 126 mothers caring for children with
Down syndrome and 102 mothers caring for autistic children. Each group differed in
terms of their children’s illness onset. Positive mental health was defined in terms of
personal growth, self-acceptance and purpose in life. Mothers rated trust, intimacy,
understanding, fairness and mutual respect felt towards their children and their
perceptions of their children’s feeling towards them which were used to measure
relationship quality. It was reported in other research that carers experienced
gratification and intimacy from their relationships with their schizophrenic relatives
(Heru, 2000). Intimacy was found to predict caregiving gratification in parental carers
of adults with schizophrenia (Bulger, Wandersman, & Goldman 1993). The impact of
dispositional optimism on relationship variables was examined. Dispositional optimism
was defined in terms of beliefs that positive events would occur in life. Psychological
well-being was considered to require both the presence of psychological health and the
absence of psychological distress.

Mothers caring for adult children with schizophrenia had poorer quality relationships
than those caring for children with Down syndrome. Relationship quality positively
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predicted psychological well-being in mothers caring for adult children with
schizophrenia and autism. Optimism partially mediated this effect. Optimism had a
mediating effect on relationships and depressive symptoms (a measure of psychological
well-being) in mothers caring for adult children with schizophrenia. The authors
propounded that unexpected findings may have been due to the use of general measures
rather than carer-specific measures (Greenberg et al., 2004). These findings support
growing evidence that positive gains can occur from positive relations between family
carers and their relatives. I have summarized the findings from studies of relationships
between consumers and different family members. Relations between family carers and
consumers have been included in order to understand some of the relationships which
have received less attention in the research field (e.g. spousal carers). Concepts
indicative of positive interpersonal relationships reviewed here include: quality of
relationships and intimacy.

4.3.3 The relationship between family carers and mental health
professionals
One of the motives for carers and professionals to develop working alliances was to
achieve positive treatment outcomes for consumers (Lefley & Johnson, 1990; Winefield
& Burnett, 1996). A number of studies reported problems families experience when
attempting to liaise with mental health professionals. Families were faced with
caregiving challenges when professionals did not share treatment and diagnostic
information (Winefield & Burnett, 1996). Patient confidentiality was a barrier for
families in communicating with professionals (Bentley, Viney & Oades, 2003;
Bernheim, 1990). To realign this power imbalance carers and mental health
professionals need to form collaborative partnerships (Bernheim, 1990). Carers found
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during periods when communication was of greatest importance to them that it was not
available or lacking (Levine & Ligenza, 2002). One of the ways in which poor
relationships have been maintained is through types of carer research, such as studies
using the concept of Expressed Emotion (EE).

Theoretical concepts such as EE (Brown, Birley & Wing, 1972; Brown, Monck,
Carstairs & Wing, 1962; King, Ricard, Rochon, Steiger & Nelis, 2003; Raune, Kuipers
& Bebbington, 2004) maintain negative attitudes towards family carers. EE is the overemotional involvement of family members in consumers lives and the degree of
hostility directed towards consumers (Brown, Birley & Wing, 1972; Brown et al.,
1962). The relationship between EE and consumers’ illness relapses has been
investigated (Raune, Kuipers & Bebbington, 2004; Weisman, Nuechterlein, Goldstein
& Snyder, 2000) and the findings imply families are responsible for consumers’
relapses. Professionals, however, usually only see families when crises occur, which is
most probably when characteristics of EE are exhibited rather than when consumers are
well and when such characteristics may not be present (Winefield & Burnett, 1996).
These assumptions place responsibility onto the family to control the number and
severity of consumers’ illness episodes (Winefield, 2000). Research findings have also
suggested that there is no relationship between EE and first-episode psychosis and
illness severity (Raune, Kuipers & Bebbington, 2004). Research which implies families’
emotional interactions with consumers contribute to their mental illness symptoms
maintains professionals’ negative attitudes towards family carers and maintains barriers
to accessing services.
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An investigation of perceived barriers in terms of future interactions with services has
been investigated in parents who have experienced problems accessing mental health
services on behalf of their children (Kerkorian, McKay & Bannon, 2006). Barriers to
future utilization of services included structural barriers, such as time, and attitudinal
barriers, such as perceptions of mental health services. Children’s treatment outcome,
treatment received from agencies and the level of respect from professionals were
measured to determine if these factors predicted parents’ perceived barriers. Treatment
outcome was defined as parents’ perceptions that prior mental health treatments had
contributed to improved mental health in children. Nine structural and attitudinal
barriers were supplied to parents. Parents’ perceived barriers to accessing treatment
significantly decreased when parents gained respect and good treatment from staff, and,
to some degree, their children’s conditions improved. Analyses revealed a trend that the
factors, treatment received and respectful staff, predicted the number of perceived
barriers encountered (Kerkorian, McKay & Bannon, 2006). The study did not control
for parents who may have mainly endorsed one type of barrier which suggests
predictive factors may have only predicted some barriers, for example structural
barriers. Feeling respected and receiving good treatment from mental health
professionals influences carers’ perceptions of the accessibility to mental health
services.

Discrepancies exist between what Australian family carers expect from mental health
services and what they actually receive (Bentley, Viney & Oades, 2003; Hodgson, King
& Leggatt, 2002). Families’ expectations are not met in terms of receiving information
about treatment plans, inclusion in discussions, response to crisis and being approached
for advice about consumers (Hodgson, King & Leggatt, 2002). The main problems are
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due to poor communication. Parents’ perceptions of mental health professionals
revealed parents felt excluded, isolated, marginalized from, and powerless in, their
children’s lives (Mohr, 2000). Parents felt professionals did not share treatment plans
with them even though child programs could be implemented by parents in the home
environment (Mohr, 2000). Improved communication between staff and families may
reduce discrepancies between families’ service expectations and the services actually
received.

Mental health relatives and health professionals actually share similar perceptions about
the stigma experienced by consumers, although these perceptions differ from those held
by consumers (Schulze & Angermeyer, 2003). In Australia, anecdotal research
identified barriers families caring for relatives with schizophrenia experienced when
trying to communicate with mental health professionals (Winefield & Burnett, 1996).
Systemic and attitudinal barriers identified by both families and professionals included:
conflict, perceptions that families are responsible for illnesses, perceived lack of
gratitude for professional help, power, insufficient professional training and insufficient
system resources (Winefield & Burnett, 1996). Even professionals have acknowledged
that attitudinal barriers remain within staff culture. There are benefits to improving
relations between families and staff. For instance, good relations with mental health
staff were found to positively correlate with caregiving gains (Chen & Greenberg,
2004). Collaborative care between families and professionals can result in optimal
outcomes for consumers’ mental health (Lefley & Johnson, 1990). A number of
strategies are available for ways to improve relations between services and families
(Angermeyer, Schulze & Dietrich, 2003; Kokanovic et al., 2001; Schulze &
Angermeyer, 2003), which will not be detailed here. Some strategies which could be
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adopted include challenging the types of carer research which are conducted; increasing
communication between parties by addressing negative attitudes held by staff; and
reducing discrepancies which exist between actual and perceived service delivery to
families.

4.3.4 The relationship between family carers and communities
Regrettably, the media has tended to portray people with schizophrenia as frightening,
aggressive (Angermeyer & Schulze, 2001) or intellectually disabled, which has
contributed to stigma experienced by consumers and their families (Schulze &
Angermeyer, 2003). These messages misinform communities about mental illness.
Public misinformation results in families hiding the fact that loved ones suffer from
mental illness in order to protect themselves and their loved ones from negative
attitudes in communities (Lefley 1992; Schulze & Angermeyer, 2003). Families
withdraw from social interaction with people in fear that others will not understand or
because they do not want to burden others with their carer related problems. Mental
health labels become attached to family members through association with ill relatives
(Schulze & Angermeyer, 2003). Negatively toned media images promote fragmentation
within communities, which leads to increased isolation in families.

Interaction with people has been reported to be one of the four ways in which mental
health stakeholders perceive stigma to occur (Schulze & Angermeyer, 2003). Forty-nine
percent of consumers, 39% of carers and 39% of professionals endorsed interaction with
others to be the greatest source of stigma. This was followed by media, structural
discrimination and accessibility to social roles. In order for carers to deal with
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experiences of stigma it is important to investigate their social interactions.
Investigation of each groups’ perceptions of stigma indicated different constructs were
operating in each group. Consumers concentrated more on the loss of relationships and
negative perceptions people hold of them caused by stigma (Schulze & Angermeyer,
2003). Carers, on the other hand, focused on poor psychiatric treatment received by
consumers as opposed to treatment received by those with non-stigmatized illnesses.
Professionals focused on consumers withholding knowledge of their illnesses from
others because of negative connotations which have been portrayed in the media
(Schulze & Angermeyer, 2003). Consumers, carers and professionals rated different
types of stigma to be more notable than others.

A number of strategies have been suggested to combat stigma (Schulze & Angermeyer,
2003; Winefield & Burnett, 1996). A review of strategies used to combat stigma have
included: education campaigns; protest of undesirable images by groups through moral
appeal; and contact, which refers to the integration of consumers within communities
(Corrigan & Miller, 2004). In particular, carers have provided numerous ways in which
stigma can be addressed: through communication measures such as education and
information in the media; and by supporting consumers and their families through the
creation of employment opportunities. Stigma can be decreased by improving mental
health care through, for example, legal regulations and education at the school level and
for any employees who come into contact with mental illness (Angermeyer et al., 2003).
The Australian government has acknowledged the need for mental health promotion and
has made it one of the policy directives included in the 2008 Australian Mental Health
Policy (Commonwealth of Australia, 2009b). The policy directive aims to increase
awareness and understanding of mental illness at all levels. At the community level,
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mental health promotion has been aimed at creating healthy environments in schools
and workplaces. At the structural level, public policies have been aimed at ensuring
equal opportunity and responsible media broadcasting (Commonwealth of Australia,
2009b).

4.4 Locus of Control
4.4.1 Locus of Control
In the next section, I introduce the concept of Locus of Control and provide a definition.
Locus of Control will be explored in the following groups of family carers: mental
health carer; parents of intellectually disabled children and oppositionally defiant
children; and carers of relatives with dementia and Alzheimer’s disease. There are a
number of terms used to define Locus of Control, such as mastery, sense of control,
cognitive control, efficacy and self-determination (Skinner, 1996). Different definitions
of Locus of Control have meant that different definitions have been applied to similar
constructs (Skinner, 1996). Locus of Control has been conceived to encompass the
following groupings: a) objective control (actual conditions where people have control
over situations); b) subjective control (beliefs related to control), perceived control; and
c) experiences of control (Skinner, 1996). High levels of perceived control can occur in
uncontrolled environments. Perceived control has been argued to be a more powerful
predictor of functioning than actual control (Averill, 1973: Burger, 1989). Experiences
of control have been defined as peoples’ feelings related to their interactions with the
world while attempting to make or prevent an outcome from occurring (Skinner, 1996).
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Other basic distinctions important to the construct of control include: agent-ends
relations (the extent to which a person can produce or prevent an outcome from
occurring); agent-means relations (the extent to which a means is available to persons);
and means-ends relations (Locus of Control) (Skinner, 1996). The agent is the
individual or group who exerts the control and the means is the pathways through which
control is exerted. The construct of Locus of Control (Levenson, 1973; Lefcourt, 1981;
Rotter, 1966), based on social learning theory, has been divided into two dimensions: 1)
internal, and 2) external perceived Locus of Control (Skinner, 1996). There are many
ways in which control has been defined by researchers, which has created problems
when communicating results. The construct of control can be partitioned by subjective
and objective control and locality of control. There are limited studies available which
have investigated perceived control or Locus of Control in family mental health carers
(Miller et al., 1995).

Perceived control and various other variables were investigated in family carers of
people with bipolar disorder and schizophrenia (Nehra et al., 2005). Approximately 100
Indian carers participated in the study. The majority of the sample were parents in their
middle adulthood. Families only cared for one family member with mental illness, lived
with consumers, and family members did not suffer from psychiatric illness. A Social
Control Scale was used to measure carers’ perceived control over patients’ behaviours.
A measure of objective and subjective burden was used. Low scores on carers perceived
control over patients’ behaviours were found for carers of people with mental illness.
Poor senses of perceived control were associated with burden (Nehra et al., 2005).
Families did not perceive they had control over their relatives’ behaviour and this was
related to burden.
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Programs have been implemented to determine if an increase in Locus of Control can
occur in families. The benefits of two psychoeducation programs for family mental
health carers were measured in terms of perceived control and subjective quality of life
(Cousins, 2001). Samples consisted mainly of female primary carers, in their middle
adulthood who were parents, caring for relatives with psychotic disorders and had
secondary and tertiary levels of education. Australian families participated in two
education programs and completed questionnaires. 'Journey of Hope' was an eight week
course facilitated by staff from mental health carer agencies. The sample consisted of
approximately 61 carers. The course educated carers in such areas as coping skills,
recovery and problem management. The second program, '14 Principles of Coping', was
a four-session course facilitated by family mental health carers. The sample consisted of
approximately 62 carers. The course educated families on 14 principles to enable them
to cope with mental illness such as learning to take care of themselves and learning
about schizophrenia. A comparison group of 67 carers were included. Perceived control
was measured using approach-avoidant dimensions derived from primary and secondary
control scales. Provision of two educational programs did not significantly alter
perceived control; however, carers who scored low on subjective quality of life
indicated significant improvements (Cousins, 2001). Two types of educational programs
specific to family mental health carers have been found ineffective in altering perceived
control.

Improvement in the internal Locus of Control of moothers mothers caring for
oppositional children was found after implementation of treatment programs. Mothers
of children with behavioural problems participated in a parenting treatment program
(Roberts et al., 1992). Participants were interviewed before and after the treatment.
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Results revealed that the majority of mothers developed an internal Locus of Control
after treatment. It has been suggested that mothers who completed the program but did
not tend to have an internal Locus of Control may have experienced problems
maintaining the skills learnt from the program when faced with coercion from their
children (Roberts et al., 1992). Treatment programs have been found to be effective in
improving the degree of internal Locus of Control in mothers caring for oppositional
children.

Treatment programs administered to care recipients have been found to alter Locus of
Control and perceived control in parental carers. Generalized Locus of Control and
perceived control were measured in a small sample of parents caring for intellectually
disabled children from the United Kingdom (Wiggs & Stores, 2001). A randomized
controlled treatment for sleep was administered to intellectually disabled children,
behavioural problems and sleep difficulties. A control group consisting of only men was
included. Parents’ beliefs regarding internal and external Locus of Control were
measured along with perceived abilities to control sleep-related problematic daytime
behaviours. There was a significant main effect for mothers’ perceived control but no
differences were found on Locus of Control. Mothers reported greater perceived control
than the control group. There was a tendency for mothers in the experimental group to
endorse on internal Locus of Control while the control group became more externally
oriented. However, the control group was a poor comparison group because participants
were all male. A significant post-treatment increase in external Locus of Control was
apparent in fathers and a reduction in the control group. There was a significant
decrease in internal Locus of Control in fathers post-treatment and an increase in the
control group. After the intervention, mothers experienced greater satisfaction in terms
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of managing their children’s sleep problems and less parental stress. Fathers’ stress did
not change, and satisfaction improved for both experimental and control groups.
Administering treatments to reduce behavioural problems in intellectually disabled
children may be effective in altering Locus of Control, perceived control, stress and
satisfaction in parental carers.

Parenting Locus of Control was also evaluated in parents caring for children with
intellectual disabilities (Hassall, Rose & McDonald 2005). Forty-six rural middle-class
mothers living in England participated in a study. The mothers had a mean age of 38
years. Perceived Locus of Control was conceptualized as a cognitive style and general
schemas related to parents’ abilities to manage situations. The revised Parenting Locus
of Control Scale (PLOC) was used and represented three factors of generalized Locus of
Control: Parental Efficacy; Parental Responsibility; and Child Control of Parents’ Life.
High scores on the scales represented an external Locus of Control and low scores on
the scales represented an internal Locus of Control. A strong significant positive
relationship existed between PLOC and parenting stress. That is, an external Locus of
Control was related to parenting stress. Similar results have been found elsewhere
(Mouton & Tuma, 1988; Roberts, Joe & Rowe-Hallbert, 1992). A significant negative
relationship existed between Locus of Control and self-esteem. That is, an internal
Locus of Control was related with self esteem. PLOC was significantly negatively
related to social support. Mothers with an internal PLOC were more likely to have
higher levels of parenting self-esteem. Internal Locus of Control was more apparent in
mothers who had greater social support. An external Locus of Control was associated
with parenting stress, which provides further evidence that an external Locus of Control
tends to be associated with negative outcomes.

160

Results from research focusing on more general measures of Locus of Control were
available. Locus of Control not only has been measured in carers of psychiatric
disorders, intellectual disabilities and behavioural problems, it has also been explored in
carers of people with dementia and Alzhiemer’s disease (Miller et al., 1995). An
internal Locus of Control has been found to promote well-being, while an external
Locus of Control has been found to endorse poor well-being. It has been argued that
people with a sense of control are less likely to experience depression because they have
increased problem- solving skills (Mirowsky & Ross, 1990). Sense of control and
mastery was perceived to be psychological resources in carers of people with dementia
(Miller et al., 1995). On the other hand, an external Locus of Control and depression
predicted poor health in elderly carers of people with Alzheimer’s disease when
compared with control groups (McNaughton et al., 1995). Parenting experiences of
mothers caring for children with behavioural problems were compared to those of
participants in a control group (Mouton & Tuma, 1988). The experimental group
experienced more parental stress, tended to have an external Locus of Control and less
satisfaction fulfilling the parental role than the control group. Perceived lack of control
has been measured in caers of people with dementia (Morris, Morris & Britton, 1989).
Depression and strain significantly correlated with perceived lack of control however
carers’ emotional reactions and care recipients’ behaviours did not correlate. These
findings indicated that carers with a sense of control were less likely to experience
depression and sense of control was perceived to be a psychological resource. External
Locus of Control was more prominent in mothers caring for children with behavioural
problems and predicted depression in carers of people with Alzheimers disease.
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A review of the research based on the perceived control of family mental health carers,
parents of children with behavioural and intellectual difficulties, and the carers of
people with Alzhiemer’s disease and dementia was conducted. Results indicated that an
internal Locus of Control promotes well-being and that there was a tendency for an
internal Locus of Control to increase when mothers caring for children with behavioural
problems participated in treatment programs. Internal Locus of Control was found to be
associated with self-esteem and social support. An external Locus of Control endorsed
poor well-being and predicted depression. Relationships were found between external
Locus of Control, parental stress and poor parental satisfaction. More carers tended to
have an external Locus of Control compared with participants in control groups.
Generalized measures of perceived control indicated that carers did not perceive they
had control over their relatives’ mental illness and perceptions of poor control were
associated with burden. Educational programs were not found to be effective in
improving perceived control.

4.4.2 Choice Corollary and the C-P-C cycle
One of the main tenets of Personal Construct Theory is that people attempt to predict
and control events. Within a personal construct framework, control has been
conceptualized in terms of the degree of choice people have. The Choice Corollary is
when “…a person chooses for himself that alternative in a dichotomized construct
through which he anticipates the greater possibility for extension and definition of his
system” (Kelly, 1991, p. 45). People choose the pole of a construct which they
anticipate will best help them interpret the world (Kelly, 1991). Choice is also part of
the Circumspection-Pre-emption-Choice (C-P-C) cycle. The first phase,
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Circumspection, involves people considering a number of ways of interpreting the
world in a given situation. People then pre-empt which particular way of interpreting
the world is most useful to them. People who constrict the ways in which they interpret
events may construe in a pre-emptive manner (all-or-nothing manner) because other
ways of interpreting the world have been ruled out. This results in a decision or
outcome that is limited. Alternatively, people who consider many ways of interpreting
the world engage in circumspection which leaves people with a variety of choices. The
last phase, Choice, involves people choosing the pole of the construct which they
consider will best help them anticipate events.

Personal Construct Theory has been criticized for not adequately addressing the fact that
some people’s life circumstances have largely been defined or controlled by external
means, such as the circumstance of being born into low socioeconomic environments or
belonging to marginalized groups. It has been argued that these people have limited
choices and control over their situations (Salmon, 1990). In line with constructive
alternativism, it would then be argued that in any circumstance people always have
choice (Efran, 1991; Kelly, 1991), regardless of the restrictions placed on their
circumstances (Epting et al., 1996). For example, family carers can make different
interpretations of illness-related events. Families could interpret these events as an
opportunity to confirm their families’ solidarity, whilst the events could be interpreted
as catastrophic and would tear the family apart. People are construed not as passive
objects but as active agents’ capable of implementing change (Kelly, 1991). It is argued
that, no matter what the circumstances may be, people always have options to choose
from in terms of the way in which they interpret the world.
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4.4.3 Mastery construct
A similar concept to Locus of Control is mastery. It has been stated that the difference
between mastery and perceived control is that mastery does not distinguish between
internal or external sources of control (Skaff et al., 1996). Sense of mastery is closely
related to internal Locus of Control (Bibou-Nakou, Dikaiou & Bairactaris, 1997; Kaplan
& Boss, 1999). Mastery has been defined as a feature of self-concept and has been
considered to be a global construct. Perceived mastery, psychological well-being and
burden have been measured in family mental health carers (Bibou-Nakou, Dikaiou &
Bairactaris, 1997).

British family members caring for relatives suffering from schizophrenia participated in
a study investigating mastery. Forty-two percent of the sample were parental carers and
31% were spousal carers. Half of the sample lived with consumers. Mastery was
defined as the extent to which carers perceived events to be in their control. Subjective
and objective caregiving burden was used to measure family burden. It was
hypothesized that perceived mastery would be a mediating variable. Psychological wellbeing was the outcome variable and burden was the predictor variable. Mastery
correlated with psychological well-being and burden, although the direction of the
relationship can not be determined. Relationships between family burden and perceived
mastery was found in spousal mental health carers (Noh & Avison, 1988) and in spousal
carers of dementia sufferers (Morris et al., 1989). In particular, a strong relationship
between perceived mastery and objective burden existed. Lack of knowledge is an
indicator of objective burden. The relationship between burden and mastery supported
the fact that possessing knowledge helped family mental health carers gain a sense of
control (Bibou-Nakou, Dikaiou & Bairactaris, 1997; Smith & Birchwood, 1987).
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Psychological well-being and burden were associated with perceived mastery in family
mental health carers. Associations between burden and mastery have also been
identified in different caregiving populations.

Mastery was used to predict depressive symptoms in spousal carers of institutionalized
partners with Alzheimer’s disease (Kaplan & Boss, 1999). Mastery was defined in
terms of people perceiving they had the choice to be in control, a concept similar to
internal Locus of Control. Sense of mastery has been associated with low levels of carer
depression, while lack of mastery has predicted depression in carers. It has been argued
that mastery diminishes with chronic stress, which makes persons vulnerable to
depression (Pearlin et al., 1981). In this study, boundary ambiguity was the strongest
predictor variable of depressive symptoms; however, measured independently, mastery
accounted for 32% of the variance. A relationship was found to exist between sense of
mastery and depressive symptoms in carers of people with Alzheimer’s disease.

Depression and mastery have also been investigated in carers of people with dementia.
Control and mastery, for example, have been investigated in a sample of older white and
African American spousal caers of people with Dementia. A negative relationship
between sense of control and degree of depression was identified in carers (Miller et al.,
1995). Sense of control was related to lower levels of depression. Mastery moderated
the effects of stressors on depression, which was suggested to be representative of a
‘secondary control’ (Miller et al., 1995). Secondary control occurs when people alter
themselves by trying to understand and obtain meaning from uncontrollable events
(Rothbaum et al., 1982). Sense of control did not reduce role strain. A greater sense of
mastery was associated with lower levels of carers’ global role strain. Role strain

165

measured the difficulty and stress experienced due to caregiving-related obligations.
Mastery has been found to play a secondary role in the relationship between sense of
control and depression in carers. Sense of control may reduce depression and mastery
aids in reducing depression in carers. Sense of mastery may reduce role strain but sense
of control does not.

Identities and mastery has been investigated in caers of people with Alzheimer’s disease
in the context of their caregiving roles. Four hundred and fifty-six American spousal
and adult-child carers of people with Alzheimer’s disease participated in a longitudinal
study. The sample was partitioned into three groups: 1) those caring for relatives in the
home; 2) care recipients living in care facilities; and 3) those related to care recipients
who had previously lived in care facilities prior to death. Sense of competency was
found to be associated with fulfilling caregiving roles, whilst loss of identities was
found to predict low levels of mastery (Skaff, 1990). Over time, loss of identities
predicted loss of mastery and a relationship between perceived competency and sense of
mastery no longer existed (Skaff et al., 1996). It was found that even though families
perceived they were competent carers, they continued to feel they had no control over
their lives (Skaff et al., 1996). Gender and socioeconomic status predicted sense of
mastery (Gurin et al., 1978; Pearlin & Schooler, 1978; Skaff et al., 1996; Thoits, 1987).
Male carers with high socioeconomic status experienced a greater sense of mastery.
Sense of mastery was more evident in younger carers, which is consistent with the
finding that sense of mastery declines with age (Skaff et al., 1996). Mastery has been
found to be a relatively stable resource but is susceptible to change when conditions
alter in people lives. The sense of mastery of carers of people with Alzheimer’s disease
declines with continued caregiving; however, when care recipients are placed in
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facilities, mastery remains consistent and death of the patient increases mastery (Skaff
et al., 1996). Gender, socioeconomic factors and age influence sense of mastery. Loss of
identities predicted mastery in caers of people with Alzheimer’s disease.

4.5 Personal Growth
I will describe the concept of personal growth in the context of family mental health
caregiving. Definitions of personal growth have been found to vary. Personal growth
has been identified in mental health parental carers. Personal growth has been defined in
terms of finding meaning, becoming compassionate, learning to live in the moment,
gaining increased sense of empowerment, abilities, expertise and competence (Karp &
Tanarugsachock, 2000; Muhlbauer, 2002; Pagnini, 2005; Tessler et al., 1987; Tuck et
al., 1997). In particular, personal growth has been identified in the later phases of a
number of family mental health caregiving models (Muhlbauer, 2002; Pagnini, 2005;
Tessler et al., 1987). Personal growth was a common factor identified in journeys of
family caregiving and consumer recovery (Spaniol & Zipple, 1994). Forty-nine percent
of family carers of relatives with schizophrenia reported personal growth to be a
positive gain of their experiences of mental health caregiving (Chen & Greenberg,
2004).

Personal growth and family mental health recovery are related concepts. Themes
identified in 17 family members’ essays on caring and recovery for their eating
disordered children were found to be specific to personal growth (Cohn, 2005). These
themes included Faith and Advocacy. Families, consumers and mental health staff
stated that faith was needed when recovering from mental illness (Borkin et al., 2000).
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Searching for meanings through religion or spirituality or through advocacy activities
was identified in Phase 5 of the Caregiving Life Course (Pagnini, 2005). A review of
the consumer literature led Andresen and colleagues (2003) to propose one of four key
processes in consumers’ recovery to be ‘Finding Meaning in Life’. These processes
were characteristic of the reassessment of life goals and the facilitation of personal
growth through discovering what makes life valuable and enriching. Including a
measure of Personal Growth was fitting for this research because concepts of recovery
and personal growth have been identified in phases of family mental health caregiving
journeys.

Personal growth has been identified in research into the experiences of caregiving.
Twenty interviews were conducted with Canadian families caring for relatives suffering
from a number of different psychiatric disorders (Veltman et al., 2002). Predominately,
family carers were female, middle-aged, had been caring for approximately ten to 15
years and had different types of kinship relations with their relatives. Transcripts were
analyzed for recurring themes. One of the themes, Life Lessons Learned, described
ways in which carers had grown from their experiences of caregiving (Veltman et al.,
2002). Family carers reported increased compassion towards others (Lukens et al.,
2004) and stated they had learnt to live in the moment (Veltman et al., 2002). Thematic
analysis conducted with parental and sibling carers of relatives with mental illness have
also found themes related to personal growth. The theme Personal Meaning described
beliefs and meanings of life which had been reassessed by parental carers (Tuck et al.,
1997). Similarly, the theme, Positive Impact on Personality, encompassed newly found
meanings, existentialism and enhanced personality characteristics (Lukens et al., 2004).
Thematic analysis has been effective in identifying personal growth in family mental
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health carers. Definitions of personal growth have varied from empowerment to
learning to live in the moment. The existence of a number of different definitions of
personal growth makes comparison of findings across studies difficult.

4.6 Covariate variables
The following items have been used as covariates in studies investigating positive and
negative experiences of family caregiving: objective burden; living with consumer;
kinship relationship; age; and symptomatic behaviours (Baronet, 2003).

4.7 A summary of concepts for predicting experiences of
family members’ mental health caregiving
In Chapter Four, I provided a summary of research findings in the caregiving domain in
relation to each of the four predictor variables: Identity Coherence, Identity Diffusion,
Good and Bad Types of Identity Scales, Interpersonal Relationships, Locus of Control
and Personal Growth and related concepts. In regards to the main predictor, Senses of
Identities, I examined constructivist accounts of identities. Research findings specific to
different types of family carer identities were provided. Concepts related to identities
within a caregiving context were examined. Factors which have been previously found
to impact on relationships between experiences of mental health caregiving and the four
concepts were acknowledged.
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CHAPTER FIVE

Personal Construct Psychology

“…each man contemplates in his own personal way the stream of events upon which he
finds himself so swiftly borne.” Kelly, 1991, p. 3
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5.1 Theoretical underpinning of this research
In this section, I will state the basic philosophical position underpinning Personal
Construct Psychology (PCP). I will provide a basic overview of the theory of personal
constructs and briefly describe each of its primary propositions. I will declare how PCP
is in harmony with a developmental approach. I will introduce the 15 propositions of the
family mental health caregiving model.

5.2 Constructive alternativism
The philosophical approach underpinning PCP is constructive alternativism (Kelly,
1955/1991). This assumption is based on the idea that there are a number of different
ways in which people can construe events in the world. Availability of alternatives will
depend on persons’ abilities to construe differing possibilities. Some interpretations will
be more helpful than others. It is dependent on the individual to determine which
interpretations are more effective in anticipating future events (Kelly, 1955).
Constructivists do not outwardly reject realism, rather constructivists conceive that
interpretations are placed on life events and that other interpretations exist in which the
world can be perceived (Raskin & R. A. Neimeyer, 2003). Realists, however, argue that
the world can only be understood through empirical investigation (Chiari & Nuzzo,
1996). Constructive alternativism promotes an optimistic stance on life because it is
recognized that people have the freedom to choose from an array of possible
alternatives or interpretations of events (Bannister & Fransella, 1985). People are then
conceived as active agents in their lives rather than reactive beings (Cross & Epting,
2005).
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5.3 Basic theoretical overview
George Kelly (1991) founded the theory and psychotherapy of personal constructs. The
fundamental postulate of Personal Construct Theory is, “a person’s processes are
psychologically channelized by the ways in which they anticipate events” (Kelly, 1991,
p.32). People evaluate the meanings they have constructed on the basis of how effective
these meanings are in predicting future events. With the fundamental postulate, Kelly
(1991) postulated 11 corollaries which expand on this basic premise. The Construction
Corollary posits that the way in which people are able to anticipate the future is through
the interpretations they have placed on past events. It is stated in the Individuality
Corollary that people interpret events in a unique manner. The reason people interpret
events differently is because the systems people use to interpret and make meanings
have been uniquely formed from birth. The Commonality Corollary states that there can
be some meanings that are shared between people. People are not expected to have been
faced with the same events - what is shared is the meanings people derive from these
events. In order to interact at a meaningful level with others, people are not required to
have the same constructions or interpretations of events of those they interact with. To
engage in intimate relationships, people need to have, at the very least, an understanding
of the constructions or interpretations of others with whom they interact. This
description is the basis for the Sociality Corollary. People do not, however, engage in
role relationships with all whom they interact (Leitner, 1985a; Walker, 1996).

The Organization Corollary posits that there is organization within systems of
constructs. Constructs within systems are related (Bannister & Fransella, 1985); they are
related hierarchically and the systems they form are finite. Constructs located higher in
the system are more central or significant and subsume those located lower in the
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system, which are more peripheral or less important. Higher order constructs have a
wider scope in terms of predicting events than lower order constructs (Bannister &
Fransella, 1985). Constructs pertaining to self are located higher in construct systems
(Bannister & Fransella, 1985). It is this hierarchical aspect of systems which allows for
inconsistency to exist within personal construct systems and the presence of the
Fragmentation Corollary. Inconsistencies can exist at lower, less central levels of the
system because they are subsumed by higher, more central constructs which are able to
account for inconsistencies.

It is acknowledged in the Dichotomy Corollary that it is useful to construe each
construct as having two poles which are in opposition (Bannister & Fransella, 1985;
Kelly, 1991). A summation of these bipolar constructs is what forms construct systems.
In making sense of the world, people choose construct poles to use in the anticipation
that these poles will enhance their construct systems in terms of both extending and
defining their systems. This definition represents the Choice Corollary. In regards to
system elaboration, each construct is restricted to a particular range of events or
elements. This proposition is characteristic of the Range Corollary and it is within this
range in which constructs will have effective predictive value. The extent to which
construct systems vary will depend on the permeability or absorbency of constructs
within systems referred to as the Modulation Corollary. The advantage of construct
permeability is that new interpretations are able to be made (Bannister & Fransella,
1985). The last corollary, which completes the theory of personal constructs, is the
Experience Corollary. People who are able to interpret and reinterpret events are said to
have a variety of meanings about events. Interpretation is the identification of different
features or patterns of events.
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Personal Construct Theory is a theory of persons (Bannister & Fransella, 1985) rather
than, as some have inaccurately proposed, a psychology of cognitions (Stam, 1998).
The basic unit of analysis is the personal construct which is considered bipolar in nature
(Kelly, 1991). Constructs represent distinctions people make about events or elements
in terms of similarities and differences. Elements are events, people or places, those
aspects of the world which are consumed by constructs (Kelly, 1991). Constructs are
not verbal labels because constructs can be preverbal, that is, formed before persons had
access to language (Bannister & Fransella, 1985). Constructs can be pre-emptive,
constellatory, propositional or circumspective. Construing in a pre-emptive manner
means persons construe in an ‘all-or-nothing’ manner (Kelly, 1991). Consumers, for
example, have been construed only in terms of their mental illness. Attention is not paid
to other personal attributes, such as their employment ambitions or partnerships in
relationships. Pre-emptive constructs largely restrict the possibility of alternative
construing (Bannister & Fransella, 1985). The structure of constructs in relation to one
another can be reported. Superordinate and core constructs hold rank over peripheral
and subordinate constructs (Kelly, 1991). Superordinate constructs subsume subordinate
constructs as one of the constructs own elements. Core constructs oversee maintenance
processes of construct systems, while peripheral constructs can be modified without
serious consequence to existing construct systems.

I will now report on processes of construing. People can construe in a loose manner and
predictions made with loose constructs are subject to variation (Kelly, 1991).
Alternatively, construing in a tight manner leads to inflexible predictions. Engaging in
the process of construing loosely and/or tightly is necessary in order to enhance and
elaborate construct systems (Bannister & Fransella, 1985) and it is this process which
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basically underpins the Creativity Cycle. Another process of construal people engage in
is the decision making cycle otherwise referred to the Circumspection-PreemptionControl (C-P-C) Cycle. People engage in circumspection when they approach
construing in a propositional manner. That is, people generate alternate constructions
about events or topics but have not at this stage committed to a particular interpretation
(Kelly, 1991). Pre-emption has been defined above. The last journey of the cycle is
control and is evident when persons choose which construct pole they will use in order
to best predict events in the world.

Negative emotions signal when changes or problems of construing arise in the system.
Emotions are not compartmentalized because emotions, along with behaviours and
cognitions, are conceptualized to be a process of construing (Bannister & Fransella,
1985; Landfield & Epting, 1987). Negative emotions, including guilt, hostility, anxiety,
fear, aggression and threat, represent dimensions of transition (Kelly, 1991). The
traditional meanings of psychological concepts such as threat have alternative meanings
in Personal Construct Theory (Walker & Winter, 2007). For example, threat alerts
persons to the fact that they have behaved in contrast to their core selves. In the case of
mental health caregiving, threat may occur when family members are required to have
relatives admitted against their will to psychiatric units in response to unmanageable
symptomatic behaviours. For families, this action may be extremely difficult if
supporting a loved one and respecting their choices is important to carers and then
behaving in complete contrast to this. In conceptualizing psychological problems in
such a manner, Personal Construct Theory has been able to account for both optimal
and less optimal functioning of persons.
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Optimally functioning people exhibit a number of common features. These people have
the ability to find a balance between loose and tight construing by using these styles of
construing in situations which require it. Persons with good mental health have the
ability to engage in continual revision of their personal construct systems by
continuously engaging in cycles of construing. Persons spread their sources of support
or dependencies across a number of people in order to meet their support needs rather
than rely on limited support (Epting & Amerikaner, 1980). They engage in scientific
behaviour, which includes developing personal hypotheses about the world, testing
these interpretations or constructs, evaluating the predictive value of these constructs
and implementing or revising constructs where necessary. The construct systems of
optimally functioning persons would be hierarchical and would have moderately
unwavering core constructs (Epting & Amerikaner, 1980). Persons who relate with
significant others in an attempt to understand the meaning systems of others are
considered to have good mental health (Button, 1985; Epting & Amerikaner, 1980). In
addition, for those practicing personal construct therapy, optimal therapists are those
therapists collaborating with their clients (Sewell, 2005; Viney, 1996), working towards
extending and enhancing clients’ construct systems (Viney, 1996), listening credulously
to their clients (Fransella, 2003; Kelly, 1991; Viney, 1999), suspending their personal
values and infusing a creative flair into sessions (Fransella, 2003).

Personal Construct Theory has been set apart from other dominant psychologies, such
as cognitive approaches, behaviourism and psychodynamic approaches, based on a
number of factors. Personal Construct Theory adopts a subjective approach to the
investigation of personal events and the theory focuses on meanings which are bipolar
and unique (Viney, 1999). People have been postulated to experiment with meanings
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and negative emotions have been found to signify the need for additional
experimentation (Viney, 1999). Personal Construct Theory does not propose people
change in response to internal drives or motivations; rather, it is the nature of people to
be engaged continually in a process of change or a process of meaning making
(Bannister & Fransella, 1985; Walker, 1996).

5.4 Construing a developmental approach
Kelly and Erikson both postulated that identities are constructed from social interactions
and that these interactions are required for development or maturation (Viney, 1987).
Personal Construct Theory has been argued to be compatible with an approach based on
developmental stages (Vaughn & Pfenninger, 1994; Viney, 1987, 1992). Development
in constructivist theories is not based on sequential age-related stages (Viney, 1987).
Age is considered a factor but development is said to occur by accumulating and
repeatedly construing meanings through interactions with the world (Kelly, 1991).
Development is then measured in terms of experienced-based constructs rather than
age- related tasks (Viney, 1987). Given that Erikson’s (1968) psychosocial stages
underpin theoretical concepts in this thesis, the assumption is made that development of
identities occurs by progression through stages. Senses of identities, then, are not
conceptualized as substances or entities but are considered processes which are
continually formed and reformulated throughout life (Steenbarger, 1991). In this case,
processes need to be investigated. Both Personal Construct Theory and developmental
theories share the following developmental concepts: dialectics, shared meanings,
transitions from crises and distinctions are made between self and not self (Viney,
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1992). In light of this, utilization of psychosocial stages of development is theoretically
compatible with a personal construct account of identities.

5.5 Personal Construct Psychology summarized
PCP is a constructivist approach based on bipolar constructs. It is underpinned by the
philosophy of constructive alternativism. The theory consists of 11 corollaries and one
fundamental postulate. It is these distinct propositions which set the theory apart from
leading approaches in psychology. Personal Construct Theory accounts for meanings or
contents of constructs, processes of construing and the structural properties of
constructs. There are a number of processes of construing people can engage in, such as
the Creativity Cycle and the C-P-C cycle. Negative emotions signify change or
movement are present within construct systems which need revision. Characteristics of
what constitutes an optimally functioning person and an optimal personal construct
therapist have been identified. Personal Construct Theory is compatible with
developmental approaches. In this chapter I attempted to briefly present a
comprehensive theory of personal constructs in a few pages. I acknowledge that there
are other important concepts in Personal Construct Theory which I have not discussed.
Some of these are: dispersed dependencies; elaboration; validation/invalidation/nonvalidation; dimensions of diagnosis such as suspension; and an array of research and
therapeutic methods.

178

5.6 Personal Construct Family Mental Health Caregiving
Model
I use Kelly’s (1991) fundamental postulate and 11 corollaries as the basic framework
for the personal construct model of family mental health caregiving for this study. This
model was applicable to people at different points in the caregiving journey. I will list
the 15 propositions which comprise this model. Some propositions consist of subsidiary
components. Each proposition is then formulated into a hypothesis, operationalized and
tested (Rayner, 2008). Figure 2 and 3 are diagrams of the preliminary model. The model
is presented two dimensionally to aid readers’ understanding of the model; however, the
model is not static. It has been argued that constructivist models are built on three types
of assumptions: ontological, epistemological and assumptions about the etiology of
change (Mahoney & Lyddon, 1988). These assumptions will be outlined and will be the
basis of the proposed model. The ontological assumption behind constructivist models
is that reality is based on constructions. A number of different constructions can be
made about the nature of reality (Kelly, 1991; Viney, 1992). The basic epistemological
assumption is that persons come to possess knowledge through thoughts and feelings
(Viney, 1992). The etiological assumption is that change transpires when successive
interpretations are placed on life events and are then evaluated (Viney, 1992).

5.6.1 Fifteen model propositions
1. Proposition 1. Carers will meaning and use these meanings to predict events. Carers
will use a collection of personal meanings to predict how future events may
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Event. Interpretation/s made.
Has carer had substantial interaction with M.H.S.?
Yes. Perceive kinship & caregiving relationship

No.
Refer
to
Figure
3.

No. Perceive kinship relationship

Is carer actively caring? Yes. See below.

Focus on
consumers
meanings?

N

Interpret event
to be related
to mental
illness?

Yes.
Meaningful
relation
with
consumer.

N

Y

Behaviour
reminiscent of
premorbid
consumer?
No.
1) Hope.
2)
Modify
meaning.
3) Grief.

Chose pole which best
extends system?

Yes.
Validation.

No. Less
perceived
control.

Yes.
Perceived
control.

Difficult
to adapt

Compatibility
amongst
identities?

Adaptable

No.
Maladjusted

Awareness of
intimate
relationship
with consumer?
N

Construct/s
permeable?

Yes.
Adjusted

Reverence

Been caregiving for substantial period?
No. Limited growth.

Yes. Personal Growth.

Existing meaning system used?
No. Anxiety.

Yes. Validation.

No Further Action. Await Event.

Figure 2. Diagram of the preliminary personal construct model of family mental health caregiving.
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Is carer actively caring?

No.
Did carer predict caregiving would end?

No.
Invalidation

Yes.
Validation

Chronic grief

No Further Action. Await Event.
Figure 3. Sub section of the preliminary model.

unfold (Kelly, 1991). Carers have developed and refined these meanings through
their interactions with the world since birth.

2. Proposition 2. Carers’ meanings will be unique. Family members will use their
personal meanings to place unique interpretations on mental health caregiving
related events.

3. Proposition 3a) Carers may initially be able to justify their relatives’ morbid
behaviour to be ‘normal’. 3b) Repeated presentation of morbid behaviour will
prompt carers to predict there is something wrong with their relatives behaviour, 3c)
Validation will occur when their meanings are confirmed. d) In most cases
validation will be associated with positive emotions. Evidence indicated that
initially family members deny something is wrong with their relatives (Karp &
Tanarugsachock, 2000; Landau & Hissett, 2008; Tessler et al., 1987). This will
occur in the first instances because carers will make justifications by making
meanings that their relatives’ morbid behaviour is ‘normal’. The theme Struggling
181

to Frame Events as Normal (Carpentier, Lesage & White, 1999; Tuck et al., 1997)
provides support for the proposition, carers will use their existing systems to make
sense of the changes noticed in their relatives’ behaviour. Family members will
evaluate the meanings they make on the basis of how effective their meanings are in
predicting future events. Anxiety, in Kellian terms, will less likely be experienced
by carers in this phase. Anxiety is the notion that carers become aware their existing
meanings are unable to predict future events. Anxiety and worry has been identified
in the following phases of previous family caregiving models: during consumers’
recovery from psychosis (Tuck et al., 1997); Phase 3 Adjustment and Phase 4
Management (Pagnini, 2005); and Phase 1 Experiencing Emotional Breakdown in
Social Norms and Values (Karp & Tanarugsachock, 2000). However, anxiety in the
Kellian sense is unlikely to occur during this phase because carers’ predictions that
there is something wrong with their relatives’ behaviour (Karp & Tanarugsachock,
2000; Muhlbauer, 2002; Pagnini, 2005; Tessler, Killian & Gubman, 1987) are likely
to be confirmed. Illness onset can be abrupt or insidious. Even carers who initially
deny problems exist will not, in the face of contradictory evidence, engage in
pathological construing such as continuing to avoid the evidence. Carers will
eventually acknowledge problems exist. Validation will occur when these meanings
are deemed to be effective in predicting. Validation will not necessarily result in
positive emotions; nevertheless, validation will confirm the construct system is
useful in prediction.

4. Proposition 4a) Carers will become aware that their existing meaning systems are
insufficient in accounting for mental illness and mental health services. 4b) This
awareness will lead to anxiety. Anxiety occurs because carers recognize that they do
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not know how to manage, ‘fix’ or treat the problem of mental illness. Understanding
the nature of mental health services and how to navigate them is foreign to carers
(Bentley, Viney & Oades, 2003; Pagnini, 2005). Usually diagnostic constructs such
as anxiety indicate pathology but this is not always the case (Kelly, 1991). In this
instance, carers will not engage in ‘consistent invalidation’, which would then be
representative of pathological construing (Kelly, 1991). Carers will attempt to
reduce their anxiety in a functional manner by engaging in elaboration.

5. Proposition 5a) Carers who tend to choose the poles of bipolar meanings which best
expand and define their meaning systems will have greater perceptions of control.
5b) Carers who tend to choose poles of bipolar meanings which do not expand and
define their meaning systems will perceive they have less control. When carers are
required to make predictions or interpretations about mental health related events,
they will choose the pole of bipolar meanings which they consider will best extend
and define their meaning systems.

6. Proposition 6a) Initially family members will not acknowledge they are carers. 6b)
Gradually families will acknowledge they are caregiving with repeated exposure to
mental health related services. Application of the label ‘carer’ comes with family
members repeated exposure to certain illness related situations. It is most likely to
occur when carers interact with mental health services and support agencies. Family
members will gradually modify their existing kinship relations with consumers to
also include caregiving. This means carers existing identities of parents to
consumers, siblings, spouses or adult-children will be modified to include
caregiving identities. Parental carers, for example, have stated mental illness
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caregiving has become an extension of their parental role (Seltzer & Li, 1996) or
perceived themselves to be in a role of eternal parent (Schwartz & Gidron, 2002).
This process will be subtle and may span over years. This proposition attempts to
explain why families remain hidden in communities because they do not
conceptualize themselves to be carers. This is because they have no or limited
access to mental health related services.

7. Proposition 7a) Carers with general compatibility between identities will be more
psychologically adjusted. Carers will experience positive emotions. 7b) Carers with
general incompatibility between identities will be more psychologically
maladjusted. Carers will experience negative emotions. In terms of the hierarchical
nature of construct systems, the higher in the system the invalidation or
fragmentation occurs, the more problematic the impact of invalidation or
fragmention will be on systems (Rayner & Viney, 2007; Sewell, 1996). In this case,
it is expected that damage will not occur higher in the system because this would
indicate pathology. It is expected that, on a general level, compatibility between
identities will exist in optimally functioning persons. Two opposing poles of
identities will be measured and will indicate compatibility and incompatibility of
identities in meaning systems.

8. Proposition 8. Carers will share meanings. Family mental health carers will share
meanings. Even though families’ experiences of mental illness caregiving will
differ, some families will share similar interpretations (Bentley et al., 2003).
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9. Proposition 9a) In the early phases of diagnosis and subsequent caregiving, carers
will predict that their relatives’ premorbid meaning systems will return. 9b) These
predictions will be validated and positive emotions will be present. Carers search for
‘cures’ or ‘fixes’ for their relatives’ mental illness (Karp & Tanarugsachock, 2000;
Pagnini, 2005; Tweedell et al., 2004). One year after psychosis treatment, one of the
themes indicative of hope was Hope for the Return of Relatives’ Premorbid Selves
(Tuck et al., 1997). Positive changes noticed in relatives sparked positive responses
in the way families’ interacted with them (Tuck et al., 1997). This period may span
for many years. Carers’ predictions will be validated and positive emotions will be
present. This will be the case for carers of consumers who experience only a
minimum number of illness episodes and maintain a full recovery and also for carers
of consumers who are in the early phases of their illness.

10. Proposition 10. As the journey continues, carers will cope by engaging in
simultaneously construing: 10a) Carers will continue to predict and hope that their
relatives may ‘recover’ from mental illness and, 10b) Carers will begin to modify
their meanings of illness recovery. Carers will continue to identify behaviours of
relatives’ premorbid meaning systems. This evidence will validate carers’
predictions that relatives’ premorbid meaning systems will return and full recovery
is possible. It appears that carers will interpret this evidence with ‘cautious
optimism’ (Tuck et al., 1997). This proposition applies to families caring for
relatives suffering from chronic mental illness. A phase or period of realization of
illness permanency has been identified in the caregiving literature (Burland, 1998;
Tessler et al., 1987). In personal construct terms, it can be stated that carers have
tuned into the recurrent themes of episodic illness. The awareness of illness
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chronicity and the unlikelihood of consumers returning to premorbid selves evokes
sadness in carers. Carers’ hopes related to unfulfilled potentialities for self and
relatives will be affected. Despite the deep sadness carers endure, pathological
construing will not occur because carers find ways of coping. Rather than discarding
this meaning which has predictive power, carers may modify it to make it useful in
explaining illness chronicity. The consistent feature across studies found in the later
phases of caregiving was the notion that carers alter or modify their meanings (Karp
& Tanarugsachock, 2000; Muhlbauer, 2002; Tuck et al., 1997), which authors have
referred to as personal growth. Carers will begin to modify their meanings of illness
recovery.

11. Proposition 11. Carers who acknowledge that their relatives’ premorbid meanings or
construct systems may not return in their entirety will suffer loss and chronic grief. I
support the notion that grief occurs throughout many phases of caregiving. I
postulate, however, that the impact of chronic grief first emerges when carers
acknowledge that their relatives’ premorbid meaning systems may not return in their
entirety. This is because receiving a diagnosis of mental illness does not
automatically confirm relatives will not recover. This postulate is supported by
research which acknowledges grief first occurs when carers are coming to terms
with the chronic nature of mental illness or recognize a pattern of repeated crises
(Karp & Tanarugsachock, 2000; Muhlbauer, 2002; Tessler et al., 1987). This
contrasts to researchers who have stated that grief first appears when carers receive
diagnoses or when carers seek help (Baxter & Diehl, 1998; Burland, 1998; Milliken
& Northcott, 2003; Pagnini, 2005; Tuck et al., 1997). Chronic grief has been
identified in different family carers (Pagnini, 2005). Transient grief may be
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experienced at diagnosis but I do not think at this early phase of diagnosis that
carers have processed the extent of potential losses.

12. Proposition 12. The more malleable or adaptable carers’ meanings are the more
likely they will adjust to caregiving. 12a) Carers with permeable meanings or
constructs will be more able to adapt to mental health caregiving. 12b) Carers with
rigid, impermeable meanings or constructs will have more difficulty adapting to
caregiving. Permeable meanings or constructs are flexible because these meanings
allow for the inclusion of new elements (Kelly, 1991). People will be resilient to
trauma if their constructions are flexible and valid because invalidation of constructs
leads to trauma (Sewell & Williams, 2002). Invalidation or fragmentation occurs
when people are unable to account for traumatic experiences (Rayner & Viney,
2007; Sewell, 1996). A degree of balance between flexibility and rigidity of
constructs is optimal. Meanings should include a variety of elements, but not too
many; if meanings comprise too many elements, they will become useless in
predicting the world. The nature of mental illness is unpredictable; therefore, carers
using flexible, permeable meanings will cope better with the demands of caregiving.

13. Proposition 13a) Carers will acquire better understanding of their relatives’ meaning
systems. 13b) This will enable carers to have more meaningful relations with their
relatives. 13c) Meaningful relationships will bring positive emotions. 13d) Carers
who become aware of the intimate, delicate relationship between themselves and
their relatives will experience reverence. In order for family members to engage in
processes of trying to understand other people’s meaning systems, they will need the
other party to understand their meaning systems. Carers will develop a better
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understanding of their relatives’ meaning systems. Carers will try and understand
the meanings of their relatives and their other family members and whic will result
in positive emotions. Even when their relatives are unwell and their abilities to
understand the meaning systems of other persons are temporarily diminished, they
may still fulfil roles which enable them to engage in intimate relationships with
them. Carers who become aware of the intimacy in their relationships with relatives
will experience reverence (Leitner, 1988, 1999). Intimacy involves people sharing
the most intimate aspects of their self and be respectful and admiring for those who
do this. There is a healing aspect to reverence (Leitner & Faidley, 1995) and it has
been considered a feature of optimal functioning (Leitner & Pfenninger, 1994).

14. Proposition 14a) Family members who have been caregiving for substantial periods
of time will experience personal growth. 14b) Family members who have been
caregiving for shorter periods of time will most likely not experience personal
growth. Carers in later phases of caregiving have been identified to be in phases of
personal growth (Muhlbauer, 2002; Pagnini, 2005; Tessler et al., 1987; Tuck et al.,
1997). Personal growth has been described in previous models to involve a search
for personal meaning; the alteration of beliefs about mental illness; growth;
acceptance; relinquishment of control; holding responsibility; an attempt to preserve
identities; and advocacy. It is likely that with time and repeated exposure to illnessrelated events carers will have the ability to interpret their experiences and gain
personal growth.

15. Proposition 15. Some carers may reach a phase when they will no longer be actively
engaged in caregiving. Caring may cease because relatives no longer require
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support. Carers will respond in one of two ways: 15.1a) Validation will occur when
their meanings have been confirmed. 15.1b) Positive emotions will be present. The
hopes which carers hold for their relatives upon recovery will be validated. 15.2 a)
Caring may cease because of relationship breakdowns or death. 15.2b) Validation
will occur when their meanings have been confirmed. 15.2c) Invalidation will occur
when their meanings have been disconfirmed. 15.2d) In this case, validation or
invalidation will both result in negative emotions such as grief, loss and sadness.
This is an example of validation unaccompanied by positive emotions because
carers predicted that negative events such as relationship breakdowns or death
would occur. Carers who do not predict caregiving to end under these circumstances
will experience invalidation and negative emotions will be present. For example, in
the case of suicide, carers may not notice any signs or make any predictions that
their relatives would undertake this act.

5.6.2 General assumptions of the model
The following are some general assumptions of the model. It is assumed that people are
meaning makers. The model can be applied to individuals and explains shared
experiences. The model was not based on age-related phases. The model is cyclical and
not linear. Time does not dictate how long a person may continue cycling in a particular
part of the model. The model was based on the accumulation of mental health related
experiences. The model was independent of the kinship relation between consumers and
carers and also of the illness diagnosis. At times in the model, it may seem that
emotions occur as a consequence of construing, however, emotions and construing are
interconnected (Miall, 1989). One does not produce the other - they occur
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simultaneously (Miall, 1989). The model was able to account for the following: 1)
mental health related trauma; 2) Self and Not-Self Related Constructs; 3) simultaneous
processes; and 4) positive caregiving gains. This model was applicable to family carers.
The notion that once experience has been gained, regardless of the outcome, persons
have changed in some way (Fransella & Dalton, 1990) applies to this model. Carers can
not return to a phase when they were not aware of mental illness once they have the
knowledge that their relative suffers from mental illness. This was also evident in carers
who happen to return to periods of crisis. The model proposed is subject to revision as
dictated by empirical findings.

The model is not a model of psychopathology or disorder. Disorder in personal
construct terms occurs when persons engage in “consistent invalidation” (Kelly, 1991)
and this definition differs from conventional definitions of psychological disorder.
Mental illness is considered a transitory problem rather than a categorical entity (Kelly,
1991; Raskin & Epting, 1993; Walker & Winter, 2007). This approach is in stark
contrast to that of the DSM, which is based within a medical model (Kelly, 1991). On
most occasions, carers’ suspicions or predictions will be confirmed or validated.
Diagnostic constructs do not always indicate the presence of disorder (Kelly, 1991); that
is, the presence of diagnostic constructs in carers does not indicate they suffer from
disorders.

I will describe the two ways in which models can be tested. Firstly, models can be
theoretically tested by applying a strict set of rigorous model assumptions. I will review
six standards for personal construct models (Viney, 2006). Models should be firmly
based within theory, which means models need to be in line with philosophical
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assumptions and propositions of a theory. Models should be clearly and concisely
described. Definition of the model needs to be clear enough that each reader concludes
the same ideas about the model. Language used in models needs to be simple and to the
point. Models should be internally consistent. Conflicting concepts within a model
suggests problems. Models should be parsimonious; that is, the least number of
propositions need to account for the information under investigation. Models need to
address psychological events. Models need to be simultaneously comprehensive and
specific.

Models can also be tested empirically. This requires that data derived from a sample of
carers be applied to the model propositions. Model credibility needs to be confirmed,
and testing an emerging theory against empirical data is a method for improving
credibility (Viney & Nagy, in press). Initially I proposed a theoretical model based on
findings from the caregiving literature. The model will be tested on a sample of family
mental health carers in Chapter Ten. Empirical findings will be compared to the
theoretical model. Propositions not supported by empirical findings will either be
modified or discarded.

191

CHAPTER SIX

Predicting family members’ experiences of caregiving for
relatives with serious mental illness

“We have learnt to adjust our lives, not to dwell in the past (where did we go wrong –
what did we do – not do)” Participant
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6.1 Research significance
Researchers have called for further enquiry to be conducted on the life journey or
developmental progression of mental illness (Teschinsky, 2000). Research on family
processes throughout the mental health caregiving journey is particularly sparse
(Muhlbauer, 2002). In this study, I will select carers from each phase of the mental
health caregiving journey and provide case studies detailing their personal construct
processes. No research was available on the experiences of families who care for more
than one relative with mental illness. I will measure responses from family members
caring for more than one relative. Further, information pertaining to families’ senses of
identities or selves was sparse but was available in Bentley, Viney, Crittenden and
Deane (2007a; 2007b). In this thesis, I measured families’ sense of identities and selves.
I took the novel step of measuring Self-Related and Not-Self-Related elements in family
mental health carers, elements not previously measured in this group of carers. Another
novel aspect of this thesis is measurement of the relationship between identities and
direct stigma.

Available family mental health caregiving models have not been based within
psychological frameworks but within sociological (Carpentier et al., 1999; Karp &
Tanarugsachock, 2000; Muhlbauer, 2002; Pagnini, 2005; Tessler et al., 1987) or nursing
frameworks (Milliken & Northcott, 2003; Tweedell et al., 2004; Tuck et al., 1997).
Contributions from a psychological perspective are lacking. Therefore, for this research,
I proposed a unique psychological model based within a personal construct framework
(Bentley, Viney, Crittenden & Deane, 2008).
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Some of the existing family mental health caregiving models have lacked scientific
rigor or sound research designs. For example, in some studies more than one relative
from the same family has participated and statistical tests have not accounted for this
bias. Researchers use different definitions to define primary carers and they determine
which carers fit this category. The method I used in this study accounted for previous
studies’ shortcomings. For example, only one participant from each family was eligible
to participate in this study, and participants self-reported whether they were primary
carers or conjointly cared for relatives. In addition to using an improved method, this
was the only study to have conjointly utilized Content Analysis Scales and Modified
Rating Repertory Grids.

There were no available instruments to measure Phases of Family Mental Health
Caregiving. Therefore, I developed an assessment tool and, to test its effectiveness,
undertake a pilot assessment of a sample of Australian family carers. Existing family
mental health models of caregiving have not measured the number of carers proposed to
be in each phase of caregiving journeys. In this study, I measured the number of
participants in each phase of caregiving and measured their responses to predictor and
predicted variables. In previous research, Phases of Family Mental Health Caregiving
and Phases of Perceived Consumer Recovery in cohorts have not been measured and
compared – I have done so in this study. A relationship between Identities and Phases of
Family Mental Health Caregiving has not been previously measured (Bentley, Viney,
Crittenden & Deane, 2007b, 2008); therefore, this was a significant feature of this study.
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6.2 Aims
1. To determine if having Identity Coherence, Identity Diffusion, Good and Bad
Identity Scales, Interpersonal Relationships, Locus of Control and Personal Growth
predict Experiences of Family Mental Health Caring.

2. To develop a model of Experiences of Family Mental Health Caregiving based on
the current literature. Compare responses from this model against responses from a
model measuring Perceived Consumer Recovery to determine if family carers and
consumers experience similar or different phases throughout their journeys. To
determine if these phases occur simultaneously or overlap at any time.

3. To determine if there is a relationship between having Good and Bad Identities and
Phases throughout the Caregiving Journey.

6.3 Hypotheses
1. Hypothesis 1a: Identity Coherence (as measured by the Identity Coherence Scale)
will predict a positive relationship with Positive Experiences of Caregiving. Identity
Coherence will predict a negative relationship with Negative Experiences of
Caregiving. In particular this will be evident for the Negative ECI Scales: Stigma
Scale and Loss Scale.

2. Hypothesis 1b: Identity Diffusion (as measured by the Identity Diffusion Scale) will
predict a negative relationship with Positive Experiences of Caregiving. Identity
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Diffusion will predict a positive relationship with Negative Experiences of
Caregiving. In particular this will be evident for the Negative ECI Scales: Difficult
Behaviours Scale, Stigma Scale and Loss Scale.

3. Hypothesis 2: Internal Locus of Control will be positively associated with Positive
Experiences of Caregiving. External Locus of Control will be positively associated
with Negative Experiences of Caregiving.

4. Hypothesis 3: Personal Growth will be positively associated with Positive
Experiences of Caregiving. Personal Growth will be positively associated with
Length of Caregiving.

6.4 Research Questions

1. Research Question 1: Does Identity Coherence, Identity Diffusion, Good and Bad
Identity Scales, Interpersonal Relationships, Locus of Control and Personal Growth
predict Experiences of Family Mental Health Caregiving?

2. Research Question 2: What is the relationship between Phases of Family Mental
Health Caregiving and Perceived Phases of Consumer Recovery in cohorts?

3. Research Question 3: Is there a relationship between Good and Bad Identities
(Types of Identity Scales) and Phases of Family Mental Health Caregiving?
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CHAPTER SEVEN

The method used in the prediction of family members’
experiences of mental health caregiving

“The fact is we endeavour to not become concerned with the negatives and make the
most of what we have. That is what families are all about.” Participant
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7.1 Sample
Forty-nine informal carers of family members with serious mental illness were recruited
to participate in this study. Participants’ ages ranged from 18 to beyond 65 years and all
spoke English. Participants utilized public, private or non-government mental health
services on behalf of care recipients also referred to as consumers. Number of
hospitalizations and diagnoses were considered indicators of illness severity. Kinship
relations of participants with consumers included: parents, spouses, adult-children and
siblings. Each consumer cared for by a participant had been diagnosed with one or more
of the following disorders: schizophrenia related disorder, mood disorder, anxiety
disorder and personality disorder.

In line with the recommendation of Harvey & Burns (2003) I will provide a description
of primary carers. Primary carers were identified in two ways: those family members
most involved in managing consumers’ mental illness (Provencher & Mueser, 1997)
and those with the highlest level of involvement in caregiving demands (Harvey &
Burns, 2003). Participants were recruited with the aid of government and nongovernment organizations from the following geographical areas within Australia:
Southern Sydney, South Western Sydney, Central Sydney, Victoria (VIC), Tasmania
(TAS), South Australia (SA), Queensland (QLD), Canberra (ACT) and Western
Australia (WA).

7.1.1 Inclusion criteria
Carers of consumers with organic brain damage, primary diagnoses of substance abuse
(Harvey & Burns, 2003) or suffering from neurodegenerative diseases such as dementia
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or Alzheimers were excluded from this study. These groups of people were excluded
because experiences of mental health carers are qualitatively different from experiences
of people caring for relatives with the aforementioned diagnoses. Mental illness, for
example, is a more heavily stigmatized illness than Alzheimer’s disease. Also excluded
were carers whose family already had a member participating in the study, even though
research exists which includes multiple family members (Cook, Lefley, Pickett &
Cohler, 1994; Horwitz & Reinhard, 1995) this study only included one member from
each family. Multiple family members who have participated in carer research have
been counted as separate entities (Angermeyer et al., 2003; Harden, 2005) – this may
bias data because members are likely to share similar views. The limitation of blended
sample responses includes within-family variance and between-family variance
(Martens & Addington, 2001).

7.2 Design
A prediction study with a cross sectional design was undertaken. The unit of analysis in
this study was the individual carers. Data were analysed quantitatively and qualitatively.
Identity Coherence and Identity Diffusion, Interpersonal Relationships, Locus of
Control and Personal Growth were the independent variables and Experiences of Mental
Health Caregiving were the dependent variable. The following statistical tests were
performed on the data: canonical correlations, MANOVAs, t tests, Pearson correlations,
Principal Component Analyses and Pearson Chi-Squares tests. Variables controlled for
in previous research were: age, sex, length of caregiving and kinship relationship with
consumer (Baronet, 2003). A relationship between co-residence with consumers and
subjective burden was found in earlier studies (Seltzer, Greenberg, Krauss & Hong,
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1997; Solomon & Draine, 1995). A strong relationship was found to exist between
consumers’ symptomatic behaviours and carer burden (Baronet, 1999, 2003; Maurin &
Boyd, 1990). Co-residency and symptomatic behaviours may be considered covariates.

7.3 Measures
I will now describe the seven measurement tools used in this study and give their
psychometric details.

7.3.1 Demographic questionnaire
A questionnaire was developed to capture demographic characteristics of participants
(Appendix B includes the demographic questionnaire and other assessments). The
questionnaire included items which measured extent of caregiving duties, activities of
daily living (ADL) and co-residency with consumers. Previous criteria used to identify
primary carers in research have been problematic (Harvey & Burns, 2003). Researchers
have tended not to describe how primary carers have been distinguished from other
carers or have provided insufficient descriptions of persons most responsible for
consumers (Harvey & Burns, 2003). Level of contact with consumers is not a reliable
measure in determining primacy of caregiving (Harvey & Burns, 2003). Distinguishing
primary caregiving may not be useful in families who do not identify one person as the
primary carer but rather share the caregiving role (Harvey & Burns, 2003). For this
research, I used items in the demographic questionnaire to distinguish primary carers.
These items sought specific information from carers about the followoing: carers’
perceptions about the primacy of their caregiving; level of their involvement in
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managing their relative’s mental illness; the number of hours they spent undertaking
caregiving activities; and their involvement in caregiving demands. Another matter I
considered when developing the questionnaire was participants’ own mental health.
Approximately ten to 15% of first-degree relatives of people with schizophrenia are
likely to suffer from mental illness (American Psychiatric Association, 2000). The
questionnaire included a question to determine whether or not participants themselves
had suffered mental illness. Participants had the option to not respond.

7.3.2 Content Analysis Scales
Content Analysis Scales are atheoretical in nature, which means they do not need to be
applied to research of a particular theoretical domain. Content Analysis Scales can be
used to obtain quantitative and qualitative data and, in line with constructivist
principles, the scales capture information about participants’ experiences and
perspectives (Viney, 1987). The scales have not been designed to measure longstanding
personality traits; they are, however, suited to measuring transient psychological states
(Gottschalk & Gleser, 1969). An inherent assumption of the scales is that the language
people use includes information about their psychological states (Viney, 1983). Listed
are the main steps involved in development of Content Analysis Scales (Viney &
Caputi, 2005, in press): 1) provide an operational definition of the construct that is to be
measured; 2) provide a definition of the unit of analysis, which in this case is a set of
clauses obtained from participants’ verbal or written communications; 3) determine
which verbal or written communications reflect the psychological state that is to be
measured; 4) include items that may be used to measure the intensity of the construct; 5)
develop weightings to account for varied intensities of psychological states (however
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this step is only necessary if the intensity of the psychological state is variable); 6)
develop a mathematical formula which allows for transcripts of varying lengths; 7)
enable a total score or set of scores to be obtained; 8) prepare scored sample data for use
as standardized norms; and 9) collect data from different populations in order to use as
standardized norms.

The scales are advantageous in that responses are subjective, reflect more accurately
participants’ experiences than test items selected by researchers (Gottschalk, Lolas &
Viney, 1986; Lebovits & Holland, 1983; Viney & Westbrook, 1979) and are a nonobtrusive method (Viney, 1983). The scales tend to avoid problems inherent in
questionnaire items such as the risk of eliciting socially desirable responses (Viney,
1983). The method is profitable in that scales can be applied to the data a number of
times without repeat administration, and length of responses can vary (Viney & Caputi,
2005, in press). Content Analysis Scales have been successfully used to measure
psychological states in a variety of research projects (Gottschalk, Lolas & Viney, 1986;
Rudd, Viney & Preston, 1999; Viney, 1983; Viney & Caputi, 2005). Research utilizing
Content Analysis Scales has been conducted in the following populations: traumatized
navy personnel (Rayner & Viney, 2007); menopausal females (Foster & Viney, 2005);
child sexual assault victims (Maitland & Viney, in press), adolescent offenders and nonoffenders (Viney & Henry, 2002); Chinese and Australian children (Wang & Viney,
1996); elderly people (Viney & Tych, 1985); patients with terminal cancer (Viney,
Walker, Robertson, Pincombe & Ewan, 1994); people with diabetes (Viney &
Westbrook, 1980); survivors of breast cancer (Lane & Viney, 2005); medically ill
patients (Lebovits & Holland, 1983); patients suffering from cancer, hypertension or
myocardial infarction (Heszen-Niejodek, Gottschalk & Januszek, 1999); psychiatric
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outpatients (Gottschalk, Stein & Shapiro, 1997); students and hospitalized psychiatric
patients (Viney & Manton, 1973) and spousal caregivers (Rudd, Viney & Preston,
1999).

When the Australian scales were used in the study, participants were given following
instructions: “I’d like you to write for me for a few minutes about your life at the
moment – the good things and the bad – what it is like for you. Once you have started
please write continuously for about five minutes trying not to stop or go back and
change what you have written, just write whatever comes to mind. Try and complete the
following pages provided” (Viney, Rudd, Grenyer & Tych, 1995). I used the following
Content Analysis Scales in this study: Psychosocial Maturity Scales (Viney, Rudd,
Grenyer & Tych, 1995; Viney & Tych, 1985); Sociality Scales (Viney & Westbrook,
1979); and Origin and Pawn Scales (Westbrook & Viney, 1980).

7.3.2.1

Psychosocial Maturity Scales

The Psychosocial Maturity Scales measured the meanings associated with eight
identified phases across the life journey. The eight stages are hierarchical in nature and
are based on Erikson’s psychosocial stages of development. The eight stages included:
Integrity versus Despair; Generativity versus Stagnation; Identity versus Identity
Diffusion; Affinity versus Isolation; Industry versus Inferiority; Initiative versus
Hesitancy; Autonomy versus Constraint; and Trust versus Mistrust. Each stage has
opposing poles which are scored either positively or negatively. A positive score
indicates mastery of this stage, whilst a negative score determines lack of mastery. In
this study, the only stage measured was Identity versus Identity Diffusion. I required a
measure of identities and chose the scales because of their bipolar nature, which is
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consistent with the study’s theoretical framework. The scales enabled the measurement
of persons’ identities or senses of selves and also their lack of identities or personhood.

The scales measured different dimensions of identities, such as occupational identities,
continuity and senses of self. In Viney et al. (1995), specific themes, exemplified in
study participants’ statements, indicated Identity Coherence; sense of self (e.g. “I have
really matured over the past year”); sense of personal continuity and sameness (e.g. “I
know I will change; but there is a core that is me”); sense of how one appears to others,
and continuity in this (e.g. “I know that other people find some of my habits irritating”);
and/or tolerance of others (e.g. “the children are not doing quite what we expected, but
we know that they have to live their own lives”). Themes, and exemplifying statements,
indicative of Identity Diffusion included: lack of an integrated pattern of living (e.g. “I
seem to be one person when I’m at home and another when I’m with my friends”); lack
of occupational identity (e.g. “I don’t know what I want to do for a living yet”); concern
with others’ opinions of oneself (e.g. “I hoped his friends would like me”); lack of sense
of how one is seen by others, lack of continuity (e.g. “I was surprised when John told
me how I came across to him”); and/or lack of tolerance of others when they constitute
a threat to the identity of the speaker (e.g. “those jerks called me a dole bludger”)
(Viney, Rudd, Grenyer & Tych, 1995). Positive scores indicated coherent in identities,
whilst negative scores indicated diffused identities.

7.3.2.1.1

Operational definitions

I will measure both Identity Coherence and Identity Diffusion and Types of Identity
Scales (Good and Bad Identities) in this study. Firstly, Identity Coherence and Identity
Diffusion, Senses of Identities or core constructs will be measured using the
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Psychosocial Maturity Scales. Secondly, Types of Identity Scales (Good and Bad
Identities) will be measured by using supplied self elements and supplied mental health
caregiving constructs/elements in Multiple Modified Rating Repertory Grids. Identities
and selves will be conceptualized within a personal construct framework. Identities will
be based on core constructs (Cross & Epting, 2005; Kelly, 1991; Leitner, 1987) and
selves will be based on multiple Self-Not-Self Related Constructs (Mair, 1977). In this
study, the terms ‘identities’ and ‘selves’ will be distinguished from each other, although
commonly they have been used interchangeably (Miall, 1989).

7.3.2.1.2

Identities as core constructs

I expect that, on a general level, compatibility between an individual’s identities will
exist in an optimally functioning person. Conflict may be present between constructs
but it will be present at a peripheral level of the system. Utilizing a measure that
captures both poles of identities is theoretically congruent with personal construct
accounts of identities. Identity Coherence and the opposing pole Identity Diffusion will
be measured by the Psychosocial Maturity Scales. High scores on the Identity
Coherence Scale will indicate core constructs are in harmony. High scores are likely to
indicate carers have integrated mental illness related events/traumatic events into their
existing core constructs. High scores on the Identity Diffusion Scale will indicate core
constructs are in conflict. Conflict is likely to occur because carers may be trying to
integrate mental illness related events/traumatic events into their existing core
constructs. Participants would be likely to endorse one identity scale more than the
other.
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One of the inclusion criteria for this study was that participants needed to be adults.
Erikson (1968) postulated that as adolescents enter adulthood, their identity should have
been resolved and they should have formulated a sense of identity. In this case, I will
make the assumption that the majority of participants have formulated some sense of
their identities. The identity construct is basically, ‘I am myself, the same me I was
yesterday and will be tomorrow’. In previous research, Identity Coherence was regarded
as involving positive experiences, that is, the individual has developed a sense of self
and personal growth whilst maintaining continuity and sameness over time, a sense of
how one appears to others, and a level of tolerance of others (this is achieved by better
understanding oneself, which means persons are able to be more tolerant of others)
(Viney, 1987). Identity Diffusion, on the other hand, is basically ‘I am not sure who I
am’. This is mainly manifested in people’s lack of experiences. It can also be
characterized in terms of negative experiences or beliefs; poorly integrated pattern of
living and absence of occupational identity; not having concern for others’ opinions;
lacking a sense of how one is seen by others; no sense of self continuity; and no
tolerance of others (Viney & Caputi, 2005, in press). Identity Coherence and Identity
Diffusion will be measured by two scales representing opposing dimensions of
identities.

7.3.2.1.3

Multiplicity of selves

In this study, each person was conceptualized in terms of multiple selves or a
‘community of selves’ (Mair, 1977). Self-related constructs will be measured by
supplied self elements in Multiple Modified Rating Repertory Grids and will be
represented as the Good and Bad Identity Scales. I will use six supplied self elements:
1) Ideal Self; 2) Self When Caregiving; 3) Self as a I Usually Am; 4) Self Now; 5)
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Another Person Involved in Caregiving; and 6) Future Self. Selves or self elements
which cluster together in plots or that have short Euclidean distances between other self
elements will indicate a low number of selves. Dispersion of selves or self elements in
plots or larger Euclidean distances between self elements will indicate a number of
selves. Selves which are too distant from other selves will indicate isolated selves which
are poorly inter-related. A balance between a number of selves and not too few selves
will indicate optimal functioning and senses of identities.

7.3.2.2

Sociality Scales

The Sociality Scales measured levels of satisfaction people have in their interpersonal
relationships. Sociality Scales can be used to measure personal experiences, transitional
periods or crises (Viney, 1976). The scales measured interpersonal relationships and
roles that people engage in when relating with others. Four types of relationships are
measured: Solidarity, Intimacy, Influence and Shared Relationships. Three types of
roles are measured: Selves as Sole Reactors; Selves as Sole Initiators; and Selves
experienced as Reactors or Initiators in relationships with others. The first type of
relationship, Solidarity, is measured in terms of the participant as the sole reactor (e.g.
“the group does help me”); participant as the sole initiator (e.g. “I can work well with
these people”); or participant as both the reactor and initiator (e.g. “we called a taxi
driver to take us into the city”). The next type of relationship, Intimacy, is measured in
terms of the participant as the as the sole reactor (e.g. “someone did want me after all”);
participant as the sole initiator (e.g. “they are very entertaining people”); or participant
as both the reactor and initiator (e.g. “their attitude made us feel good”). The
relationship, Influence, is measured in terms of the participant as the sole reactor (e.g.
“she asked me to move over”); participant as the sole initiator (e.g. “I had some trouble
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getting a removalist to come”); or participant as both the reactor and initiator (e.g. “My
boss has us clock in”). The fourth type of relationship, Shared Experience, is measured
in terms of the participant as the sole reactor (e.g. “she looked up at me”); participant as
the sole initiator (e.g. “I belong to AA”); or participant as both the reactor and initiator
(e.g. “we had very limited musical knowledge”) (Viney & Westbrook, 1979). High
scores indicate the type of role or type of relationship which is present.

7.3.2.2.1

Operational definition of Interpersonal Relationships

Operationally, interpersonal relationships were defined, for this study, as the extent to
which carers and significant stakeholders construe the construct systems of others.
Positive interpersonal relations were measured. I measured interpersonal relationships
using the Sociality Scales which measures the Kellian Sociality Corollary (Kelly, 1991).
The Sociality Corollary is one of 11 Kellian personal construct corollaries and is
defined as “…the extent that one person construes the construction processes of another,
he may play a role in a social process involving the other person” (Kelly, 1991, p. 66).
The Sociality Scales are based on Danziger’s (1976) definition of communication and
measures unclear relations (Viney & Westbrook, 1979). The Sociality Scales measured
positive aspects of interrelating and the roles (or social processes) people undertake
when relating with others. The Sociality Scales consisted of dimensions of social
interaction: Solidarity (people are construed as resources); Intimacy (people are
construed as sources of personal satisfaction); Influence (people are viewed as sources
of power); and Shared Relationships (when references are made to relating with others
although the type of interaction is not clearly defined) (Viney & Caputi, 2005, in press).
These dimensions of interpersonal interaction occur simultaneously (Danziger, 1976).
The three roles people can adopt are: Selves as Sole Reactors (defined as people who
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respond to previous acts or behaviours of another person); Selves as Sole Initiators
(defined as people who intend to gain responses from others); and Relationships with
Others as Either Reactors or Initiators (Danziger, 1976; Viney & Caputi, 2005, in
press). High scores on each of the subscales and total scale indicate endorsement of the
construct dimension being measured.

7.3.2.3

Origin and Pawn Scales

The Origin and Pawn Scales measured perceptions of control over life situations. In this
concent, ‘Origin’ referred to persons’ perceptions that they have control over their own
behaviour, while ‘Pawn’ referred to persons’ perceptions that their behaviour is
predetermined and out of their control. People perceive themselves as origins of control
when the following dimensions are present: Self Expresses Intention (e.g. “I planned the
party”); Self Expresses Exertion or Trying (e.g. “I’m trying to find out”); Self Expresses
Ability (e.g. “I’m managing very well”); Self Describes Overcoming or Influencing
Others or the Environment (e.g. “I didn’t let them stop me”); and/or Self Perceived as
Cause or Origin (e.g. “I produced the play”) (Westbrook & Viney, 1980). People
perceive themselves as pawns when the following dimensions are present: Self Indicates
he/she did not Intend an Outcome (e.g. “I was in a car accident”); Self Indicates he/she
did not try to Bring About an Occurrence (e.g. “I made no effort to look after the
orchids, but they bloomed profusely”); Self Expresses Lack of Ability (e.g. “I just
couldn’t help it”); Self Describes Being Controlled, Forced, Prevented by, at the Mercy
of Eternal Forces (e.g. “I don’t want to be locked up in a place like this”); and/or Self
Perceived as a Pawn (e.g. “the sickness struck me”) (Westbrook & Viney, 1980).
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7.3.2.3.1

Operational definition of Locus of Control

Locus of Control in this study was operationally defined as a stable, global and internal
attribute. People are construed as active agents. This construct has two dimensions:
Internal and External Locus of Control, which were measured by the Origin and Pawn
Scales. High scores on scales indicated endorsement of that particular scale whilst low
scores do not indicate endorsement on scales. It is expected that people will rate more
highly on either one of the scales. The Choice Corollary and third phase of the C-P-C
cycle is representative of Locus of Control.

7.3.2.3.2

Psychometrics of Content Analysis Scales

Standardized norms were available for the following Content Analysis Scales:
Psychosocial Maturity Scales, Sociality Scales and the Origin and Pawn Scales. Norms
for Psychosocial Maturity Scales were available for different age groups (Viney &
Caputi, 2005, in press), which is particularly useful considering the scales are based on
development across the lifespan. Norms have been collected for 127 adolescent
offenders and non-offenders (Viney & Henry, in press); 360 Chinese middle-class
school students and 360 Australian school students (Wang & Viney, 1996); and 813
participants aged between six and 86 years of age (Viney & Tych, 1985).

Norms were available for the Sociality Scales and Origin and Pawn Scales. These
norms were based on data of a sample of 528, the combined number of participants in
studies of the following populations: Sydney-based street youth; students transitioning
from high school into university; second-year university students; employed external
university students; married women relocated to Canberra; child-bearing females;
friends and family members of casualty-ward patients; patients with quadriplegia; and
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hospitalized psychiatric patients (Viney & Westbrook, 1979; Westbrook & Viney,
1980).

Consistency of ratings between two different raters can be transformed into an interrater reliability index. High scores indicate rating agreement between independent raters
(Viney & Caputi, 2005, in press). Inter-rater reliabilities of at least .85 and .80 have
been considered appropriate for Content Analysis Scales (Viney & Caputi, 2005, in
press). The average coefficient for inter-rater reliability across Content Analysis Scales
and for multiple samples was .90 (Viney & Caputi, 2005, in press). A range of
coefficients for each scale have been listed: Content Analysis Scales of Psychosocial
Maturity (CASPM) .81-.95 (Viney & Tych, 1985); Sociality .95-.97 (Viney &
Westbrook, 1979); Origin .91-.94; and Pawn .87-.93 (Westbrook & Viney, 1980).
Sociality subscale scores can be treated as independent scores when entered into
multivariate tests (Viney & Caputi, 2005, in press). Internal consistency scores were
available for the Psychosocial Maturity Scales and the Sociality Scales (Viney &
Caputi, 2005, in press). The Psychosocial Maturity subscales did not significantly
correlate with each other; however, subscales linked to specific life phases have been
found to correlate (Viney & Tych, 1985). No significant correlation was found on
Sociality subscales and each subscale independently contributed to the total scale score
(Viney & Westbrook, 1979).

In terms of stability, Content Analysis Scales have proven to be reliable measures
because they have high generalizability coefficients which indicate greater reliability
(Viney & Caputi, 2005, in press). Viney and Tych (1985) used the Psychosocial
Maturity Scales on two separate occasions across a two-month period and on two
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separate occasions over a six-month period, achieving generalizability coefficients of
.66 and .21 respectively. With time, the Psychosocial Maturity Scales lose reliability,
which is understandable considering the scales are based on psychosocial development
(Viney & Caputi, 2005, in press). The Sociality Scales have been administered to a
sample on five separate occasions with a generalizability coefficient of .67 (Westbrook
& Viney, 1979). The Origin and Pawn Scales were administered to a sample on five
separate occasions with generalizability coefficients of .22 and .51 respectively
(Westbrook & Viney, 1980). The Pawn Scale is a measure of a stable construct and
therefore in comparison to the Origin Scale achieved greater generalizability
coefficients (Viney & Caputi, 2005, in press).

Empirical evidence supporting the validity of each of the Content Analysis Scales was
available (Viney & Caputi, 2005, in press). The Psychosocial Maturity Scales have been
found to discriminate between people of different ages, in different phases across the
lifespan (Viney, 1987); people of different health and employment status (Viney &
Tych, 1985); and Australian and Chinese children and adolescents (Wang & Viney,
1996). The Psychosocial Maturity Scales have been found to measure therapeutic
outcomes found in psychodynamic and personal construct group work for adolescents
(Viney & Henry, 2002; Viney, Henry & Campbell, 1999). No significant intercorrelations have been found for the Psychosocial Maturity subscales; however,
subscales related to lifespan phases did correlate (Viney & Tych, 1985). The scales
significantly correlated with measures of other positively and negatively toned states
and measures of satisfaction, although the scales remain independent of gender (Viney
& Tych, 1985). The scales have identified processes in adult therapy administered to
depressed clients (Grenyer, Viney & Luborsky, 1996).
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The Sociality Scales are valid measures which are independent of age, sex and
occupational status (Viney & Westbrook, 1979). The scales differentiated between
people in positive relationships and those who are not (Viney & Westbrook, 1979). The
scales have also produced significant negative correlations between negatively toned
states (Viney & Westbrook, 1979). No significant inter-correlations have been found for
Sociality subscales (Viney & Westbrook, 1979). The Sociality Scales have
differentiated the following populations: people who have positive relationships from
those that do not (Viney & Westbrook, 1979); people with drug addictions from people
without drug addictions (Viney, Westrook & Preston, 1980); and youth workers from
clients with whom they worked (Viney, 1981). The Sociality Scales have been able to
predict good rehabilitation of medical patients (Viney & Westbrook, 1980); different
life phases in females (Viney, 1980); and mental health in navy trauma victims (Rayner
& Viney, 2007).

The Origin and Pawn Scales are valid measures which have distinguished people in
controlled and less controlled situations. The Origin and Pawn Scales have been found
to be independent of gender and age, although scores correlate with occupational status
(Westbrook & Viney, 1980). The Origin Scales have been significantly correlated with
other positively toned measures, with other instruments measuring perceived control
and significantly correlated with coping strategies (Westbrook & Viney, 1980). The
scales discriminated between persons who were experiencing controllable events from
those who were not (Westbrook & Viney, 1980) and discriminated between
psychologically healthy dying people from psychologically maladjusted dying people
(Viney et al., 1994). The scales have been found to discriminate youth workers from
clients with whom they worked (Viney, 1981). The scales have been effective as a
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measure of personal construct therapy for elderly people (Viney, Benjamin & Preston,
1989); people who are ill (Viney, 1990); pain sufferers (Huaugli, Steen, Laerum, Finset
& Nygaard, 2000); and menopausal women (Foster & Viney, 2001, 2005).

The Pawn Scales have been empirically supported to be a valid measure. The Pawn
Scales have been significantly correlated with negatively toned states, measures of the
pawn construct and with appropriate use of coping strategies (Westbrook & Viney,
1980). The Pawn Scales have been found to discriminate chronically ill people
(Westbrook & Viney, 1980) and unemployed youths (Viney, 1983). The scales have
been able to predict poor rehabilitation of medical patients (Viney & Westbrook, 1980).
The scales have measured therapeutic outcomes in two groups of people who received
personal construct therapy: older people (Viney, Benjamin & Preston, 1989) and people
suffering from illness (Viney, 1990).

7.3.3 Modified Rating Repertory Grid
For this study, a Modified Rating Repertory Grid was developed to measure supplied
constructs representative of identities in the context of mental health caregiving.
Repertory Grids have been utilized in a multitude of therapeutic and research settings
and have been modified and applied in a number of different ways (Adams-Webber,
1970; Bannister, 1985; Bell, 2003; Button, 1985; Caputi & Reddy, 1999; Fransella &
Bannister, 1977; Kelly, 1991; Leach, Freshwater, Alderidge & Sunderland, 2001;
Procter, 1985; Shaw & Gaines, 1981). The Repertory Grid Technique is performed on a
sample of elements and constructs elicited from research participants; it is used to show
relationships between or to differentiate amongst elements (Bell, 2003; Kelly, 1991).
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Repertory Grids can contain elements and/or constructs. Elements are “the things or
events which are abstracted by a construct” (Kelly, 1991, p. 95), whilst constructs are
ways of viewing the world which are created by people in order to make sense of the
world (Kelly, 1991). Elements can be people, relationships, aspects of self, persons or
relationships at different points in time, body parts, situations and jobs (Winter, 1992);
elements can also be constructs (Button, 1985). One of the reasons I chose to use
Repertory Grids was because of the wealth of information which can be extracted from
Grids without repeatedly testing participants (Leach et al., 2001).

The Repertory Grid design utilized in this study was similar to Grids used in previous
research conducted with mental health consumers (Bell & McGorry, 1992). My aim in
using the Repertory Grid was to rate supplied caregiving constructs or elements in
relation to different elements of self. Each Grid complete with supplied constructs was
presented to participants on separate pages with one element at the heading of each
page. This design has been adopted elsewhere (Bell & McGorry, 1992; Epting,
Prichard, Wiggins, Leonard & Beagle, 1992). Supplied constructs or elements were
rated on each self element. It has been postulated that rating Grids may be “…too
restrictive in that they force the elements to be uniformly distributed across the
construct, not allowing any form of lopsidedness, even if it is appropriate” (Fransella,
Bell & Bannister, 2004, p. 59). Rating Repertory Grids have been used for a substantial
period of time. Some contentious issues that have been associated with Rating
Repertory Grids include: uniformity of rating distribution, direction of rating and length
of rating scale (Fransella, Bell & Bannister, 2004). There has been some suggestion that
using element-by-element Grid ratings can increase construct system differentiation (G.
J. Neimeyer, R. A. Neimeyer, Hagans & Van Brunt, 2002). Research has both
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supported (Epting, Prichard, Wiggins, Leonard, John & Beagle, 1992; R. A. Neimeyer
et al., 2002) and not supported this claim (Costigan, Dowling & Marsh, 1991).
Construct differentiation may be more apparent when this method is adopted (R. A.
Neimeyer et al., 2002).

For this study, I used a five-point rating scale which allows for a midpoint. The length
of the scale was sufficient to allow participants to convey their choice (Fransella, Bell &
Bannister, 2004). Midpoint scale scores may indicate elements that lay outside the range
of convenience of constructs (Fransella, Bell & Bannister, 2004). Extreme ratings
indicate meaningful constructs. The following six supplied elements based on self were
used: Ideal Self, Self When Caregiving, Self as I Usually am, Self Now, Another Person
Involved in Caregiving and Future Self (Bell & McGorry, 1992; Leach, Freshwater,
Aldridge & Sunderland, 2001). Repertory Grids with self elements were used to
measure Type of Identity Scales (Good and Bad Identities).

A number of researchers have utilized common elements in Repertory Grids (Bell,
2000; Bell & McGorry, 1992; Button, 1985; Caputi & Reddy, 1999; Norris &
Makhlouf-Norris, 1976). Research using multiple, supplied constructs has been useful
in investigating patients recovering from psychosis. Distress associated with Grid
completion has been minimized (Bell & McGorry, 1992). Bell and McGorry found that
over time, consumers shifted towards recovery as evidenced by the reduction in
distances between Self Now and the elements Average Person and other self figures
(Bell & McGorry, 1992). Caputi and Reddy (1999) were successful in using supplied
elements in comparing triadic and dyadic construct elicitation methods. The rationale
for using supplied elements and constructs in this thesis is because of the administration
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of Grids to participants (Bell & McGorry, 1992) when the researcher was unable to be
present and ease of analysis when comparing multiple Grids.

Actual Self, Ideal Self and Social Self (Button, 1985; Norris & Makhlouf-Norris, 1976)
have been used as elements to ensure identity constructs or related constructs of self
were elicited. Previous research has utilized Grids which included both supplied
elements and supplied constructs for consumers (Bell & McGorry, 1992) and for
insurance sales people (Bell, 2000). Comparison of these data sets and data sets that
included combinations of supplied or elicited constructs and supplied or elicited
elements revealed that no statistical significance was found for amount of variance in
relation to constructs of the Grid (Bell, Vince & Costigan, 2002). Bell and colleagues
(2002) conducted intraclass correlations on six data sets to obtain an index which
provided a standard measure of variation between elements or constructs. The results
tended to reveal that significant variance was associated with elements for data sets
when the elements were defined by role titles. An assumption of the Repertory Test is
that elements need to be within the range of convenience of the construct subsystem
which the researcher is investigating (Winter, 1992) and representative of elements in
participants’ lives (Kelly, 1991). It could be argued that obtaining true
representativeness would involve each participant eliciting their own elements. I
conducted an extensive review of the mental health caregiving literature in order to
obtain supplied constructs representative of mental health caregiving experiences.

The Repertory Grid that I used consisted of nine supplied constructs based on mental
health caregiving experiences derived from the mental health caregiving literature
(Bland, 1998; Burland, 1998; Karp & Tanarugsachock, 2000; Carpentier, Lesage &
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White, 1999; Cook et al., 1997; Howard, 1998; Jones, 2004; Johnson, 2000; Levine &
Ligenza, 2002; Milliken, 2001; Milliken & Northcott, 2003; Muhlbauer, 2002; Pagnini,
2005; Seltzer & Li, 1996; Schene et al, 1998; Stein, Mann & Hunt, 2007; Stein &
Wemmerus, 2001; Tennakoon et al., 2000; Tessler, Killian & Gubman, 1987; Tuck et
al., 1997; Tweedell, Forchuk, Jewell & Steinnagel, 2004). Mental health caregiving
constructs and elements were also obtained from previous research conducted with
mental health carers (Bentley, Viney & Oades, 2003). Table 1 lists the supplied
constructs included in the Modified Rating Repertory Grids. The following constructs
or elements identified in the literature were subsumed by other constructs or elements or
were not as prevalent in the literature: a) Hope; b) Identity; c) Caregiver Burden versus
Positive Experiences; d) Normalizing Experiences; e) Gaining Personal Meaning; f)
Barriers; and g) Concern the Consumer will Commit Suicide.

Table 1. A list of the supplied bipolar constructs included in the questionnaire battery.

1
2
3
4
5
6
7
8
9

Construct Pole 1
Meaningful Relationship with Relative
Positive Relations with Mental Health Staff
Experiences Stigma
Control over Treatment
Manages Relative’s Symptoms
Experiences Ethical Problems
Feels Positive Emotions
Copes with Crisis
Knowledgeable About Illness

Construct Pole 2
Caretaking Relationship Only
Feeling ‘Out of the Loop’
Does Not Experience Stigma
No Control
Unpredictable Symptoms
Experiences Practical Problems
Feels Negative Emotions
Feels Ineffective
Possesses Limited Knowledge

Other methods of supplying constructs to larger samples have included prior elicitation
of constructs from small pilot samples (Bell, 2000; Bell & McGorry, 1992). Supplied
constructs were obtained for this thesis from the mental health caregiving literature and
a previous Australian study with mental health carers. The Commonality Corollary
(Kelly, 1991) provides support that carers will apply similar meanings to the supplied
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constructs (Fransella, Bell & Bannister, 2004). It has been argued that supplied
constructs can be used but researchers need to ensure they are as meaningful as possible
to participants (Fransella, Bell & Bannister, 2004). Bell and McGorry (1992) obtained
supplied constructs through the triadic elicitation method and with self-characterizations
from a small pilot sample of recovering psychotic patients. They used supplied
constructs in a longitudinal study, which found a degree of mental health recovery over
time. Supplied constructs have been used in Grids to investigate the therapeutic progress
over time of survivors of child abuse (Leach et al., 2001). Supplied constructs and
elements have been used to test Kelly’s (1991) Commonality Corollary and mixed
results have been found (Bell, 2000). Element factor loadings have revealed meaningful
information about Grids, which has enabled concepts in Kelly’s (1991) theory to be
examined (Bell, 2000). It could be argued that supplied constructs may not be
personally meaningful to participants (Bell, 2003). However, a review of studies using
supplied versus elicited constructs (Adams-Webber, 1970) found that even though
participants favoured elicitation of their own constructs, similar results were calculated
from Grids (Bell, 2003). It is expected that poles of the supplied constructs participants
found to be most meaningful would be endorsed.

For this study, the Repertory Grid Test was modified and presented in a simplified
manner which enabled participants to complete it without administration by the
researcher. Repertory Grids have usually been administered in person by a researcher or
clinician. Appendix B includes the Modified Rating Repertory Grids. Ratings of one or
two indicate endorsement of the preferred pole of the supplied construct, whilst ratings
of four or five indicate preference for the opposing pole, less preferred pole of the
supplied construct. Ratings of three indicate ambivalence towards either pole of the
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supplied constructs. Participants had the opportunity to supply two of their own
constructs for each of the six elements. In summary, Modified Rating Repertory Grids
used in this research included supplied self elements and supplied constructs or
elements based on mental health caregiving. Participants applied ratings on each self
element.

7.3.3.1

Reliability and validity of Repertory Grids

Concepts such as reliability and validity have less importance for Grids than other
measurement tools because Grids can vary in form and content (Fransella, Bell &
Bannister, 2004). Constructs and elements can be elicited by participants or provided by
researchers; grids can be triadic, dyadic or monadic and they can be rated construct-byconstruct or element-by-element (R. A. Neimeyer et al., 2002). Despite this, Repertory
Grids can be examined for a number of different types of reliability, including: a)
maldistribution, lopsidedness and asymmetry; b) intensity; c) saturation; d) consistency
of constructs; e) relationships between constructs; f) stability of elicited constructs; g)
stability of elements; h) population variance; and i) the effects of varying validational
fortunes (Fransella, Bell & Bannister, 2004). Reliability of Repertory Grids has been
conceptualized in terms of an assembly of reliability coefficients (Fransella, Bell &
Bannister, 2004). Fransella and colleagues deemed Grids to be reliable if a significant
construct-element interaction was found because this has been suggested to indicate a
good representation of Grid data (Bell, 1999). Grids are a method of investigating
relationships between constructs and it has been argued that Grids are valid if they
uncover patterns and relationships in data (Fransella, Bell & Bannister, 2004).
Identification of significant correlations between constructs in Grids has revealed
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relationship patterns and suggested Grids have intrinsic validity (Fransella, Bell &
Bannister, 2004). In this thesis Grids were deemed valid if relationships between
constructs were apparent.

7.3.4 The Experience of Caregiving Inventory (ECI)
The Experience of Caregiving Inventory (ECI) (Szmukler, Burgess, Herrman, Benson,
Colusa & Bloch, 1996) is a 66-item questionnaire designed for people caring for
relatives or friends with serious mental illness. It is a self-report measure, derived from
a stress-appraisal-coping framework (Szmukler et al., 1996); it measures appraisals of
caregiving for people with serious mental illness (Joyce, Leese & Szmukler, 2000).
Initially, the ECI was a 130-item questionnaire (Szmukler et al., 1996), which was
administered to a sample of 267 carers. Factor analysis uncovered 15 dimensions of
mental health caregiving; the number of items was reduced to 87 to accurately reflect
these dimensions. This version was further tested on two samples of carers, one of 267
and the other of 359. Factor analysis revealed ten scales, and the number of items were
reduced to 66. The 66-item version was then tested on an independent clinical sample.

The ECI is a useful measure because it not only measures negative experiences of
mental health caregiving, such as burden (Schene et al., 1994), but also measures
positive mental health caregiving experiences. Caregiving has been conceptualized in
terms of a multidimensional construct (Schenes et al., 1994; Szmukler et al, 1996). The
ECI is unique in that it provides a comprehensive and holistic view of caregiving by
measuring both negative and positive experiences of caregiving. Responses to items are
made on a five-point Likert scale ranging from 0 (never) to 4 (nearly always) and
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participants are required to respond by considering their experiences over the past
month. A score can be obtained for each of the ten scales and a total score
representative of the negative scales (0 to 208) and positive scales (0 to 56). High scores
indicate endorsement of whichever of the two areas of experience is being measured.
The following are the ten scales, with example items: Difficult Behaviours (e.g.
consumer is perceived to be considered to be ‘moody’); Negative Symptoms (e.g.
consumer is perceived to be ‘withdrawn’); Stigma (e.g. ‘covering up his/her illness’);
Problems with Services (e.g. ‘dealing with psychiatrists’); Effects on Family (e.g. ‘how
he/she gets on with other family members’); Need to Back-up (e.g. ‘the effect on your
finances’); Dependency (e.g. ‘his/her dependence on you’); Loss (e.g. ‘his/her risk of
committing suicide’); Positive Personal Experiences (e.g. ‘I have learnt more about
myself’); and Good Aspects of Relationship (e.g. ‘I have contributed to his/her wellbeing’). The ECI was developed as an outcome measure; because the ECI measures
carers’ distress, its results could be used to improve mental health services (Joyce,
Leese & Szmukler, 2000).

In terms of reliability, Cronbach alphas for each of the ten scales ranged from 0.74 to
0.91, which have been considered acceptable reliability coefficients (Szmukler et al.,
1996). The ten caregiving scales have been found to be relatively independent of each
other, with inter-correlations between both negative scales and positive scales reaching
0.5 (Szmukler et al., 1996). This finding indicates the scales measure different
dimensions of positive and negative experiences of caregiving.

The construct validity of the ECI has been measured using two different carer
populations; (carers from self-help organizations and carers of recently discharged
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hospital patients with schizophrenia) and variables based within a stress-coping model.
The variables, carers, consumers and other mediating factors, predicted experiences of
caregiving. Experiences of caregiving, in combination with coping experiences,
significantly predicted psychological morbidity and well-being in carers. The positive
ECI scales however were not predicted by the variables utilized. Construct validity has
been strengthened by obtaining consumers’ perceptions of their symptoms (Joyce,
Leese & Szmukler, 2000). High scores of the negative ECI scale predicted carer
morbidity. Carer morbidity was predicted by factors such as the severity of consumers’
symptoms. Mediating factors such as social support and service involvement reduced
the level of carer morbidity (Joyce, Leese & Szmukler, 2000). These findings indicate
that the ECI has acceptable construct validity (Szmukler et al., 1996).

The ECI, along with coping style, predicted variance in the General Health
Questionnaire (GHQ) (Goldberg & Hillier, 1979), which is a measure of carer
psychological morbidity. Ways of Coping (WOC) (Pearlin & Schooler, 1978) and
mastery were used to measure coping. The ECI accounted for 24% of variance in the
GHQ and when combined with coping measures the variance increased to 40%.
Twenty-seven percent of variance of scores from the GHQ measured on an independent
population was explained by the ECI (Joyce, Leese & Szmukler, 2000). The ECI
appeared to measure dimensions of caregiving independently, although results were
related to coping and psychological morbidity (Szmukler et al., 1996). Thirty-six
percent of the total negative ECI scale was accounted for by patients’ social networks as
assessed by objective measures: social behaviour score (SBS), number of friends
(NUMFRENS) and involvement of a community psychiatric nurse. SBS negatively
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correlated with ECI scores, while NUMFRENS was positively associated with ECI
scores.

Carer demographic characteristics have been found to influence scores on the ECI
subscales (Szmukler et al., 1996; Tennakoon et al., 2000). Significant gender
differences have been found. Males obtained higher scores on the negative scales:
Negative Symptoms, Backup and Problems with Services. (Szmukler et al., 1996).
Females scored highly on the negative ECI scale, Effects of Illness on Family, in
families experiencing their relative’s first episode of psychosis (Tennakoon et al.,
2000). Spouses obtained higher scores on the negative scales, Loss and Backup. Carers
living with care recipients scored higher on the negative scales: Dependency and
Negative Symptoms. This difference, however, did not occur in a sample of carers
living with or away from care recipients suffering from schizophrenia (Martens &
Addington, 2001). Mothers’ and fathers’ scores have been found not to significantly
differ (Szmukler et al., 1996). Parents tended to score significantly higher than siblings
on the Stigma Scale (Tennakoon et al., 2000). When coping with the impact of mental
illness on the family, carers, in their responses on the ECI, revealed that they carers
tended to use practical coping strategies (Tennakoon et al., 2000). The ECI was been
administered to an Australian sample of 68 carers as part of the Carers’ Mental Health
Project to evaluate outcomes of carers programs (Pagnini, 2007); however,
psychometric properties were not reported.

Examination revealed that the ECI was a better predictor of psychological well-being
than a measure of burden (Martens & Addington, 2001). A sample of 41 carers of
people with schizophrenia participated in the study. Degree of psychological well-being
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was measured by the Psychological General Well-being Schedule (PGWS) and family
burden was measured by the Family Concerns Questionnaire (FCQ). Regression
analyses revealed that the total negative ECI scale significantly predicted a negative
relationship with psychological well-being, which explained 22% of the variance of the
PGWS. No relationship was found between total positive ECI scales and psychological
well-being. Scores on the FCQ were related to Total Negative ECI Scale scores
(Martens & Addington, 2001). Negative appraisals of caregiving predicted poor
psychological well-being. Degree of family burden correlated with negative appraisals
of caregiving.

The ECI has been administered to two caregiving samples: 1) carers of anorexia nervosa
sufferers (n = 71), and 2) carers of psychosis sufferers (n = 68) (Treasure, Murphy,
Szmukler, Todd, Gavan & Joyce, 2001). The ECI was used to predict psychological
morbidity in carers as measured by the GHQ. The ECI accounted for 36% of the
variance in scores on the GHQ. In particular, carers of people with anorexia nervosa
scored twice as high on the negative ECI scale, Loss, as carers of people with psychosis.
Unfortunately, the two different carer samples were unable to be matched due to
differences in samples such as age and living arrangements (Treasure et al., 2001). The
ECI was found to predict 21% of the variance on the GHQ in a sample of 112 carers of
young people with bulimia nervosa (Winn et al., 2007). Each of the negative ECI scales
significantly predicted GHQ scores.
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7.3.5 Carers’ Perceptions of Consumers’ Experiences of Stages of
Recovery (CPCESR) measure
The Self-Identified Stage of Recovery (SISR) measure was developed in order to
capture consumers’ perceived phase of recovery and is based on a five-staged model of
consumer recovery (Andresen, Caputi & Oades, 2003, 2006). In order to design an
appropriate recovery model, the authors reviewed existing models in the literature. Five
phases of consumer recovery were found: 1) Moratorium; 2) Awareness; 3) Preparation;
4) Rebuilding; and 5) Growth. The four main processes of recovery found were: 1)
Hope; 2) Reestablishment of Identity; 3) Finding Meaning in Life; and 4)
Responsibility. The SISR measure consists of five statements, each of which represents
a phase of recovery and participants select the phases which best represent their current
experiences. An example of one of the test items is: ‘I am starting to learn how I can
overcome the illness. I’ve decided I’m going to start getting on with my life.’
Participants have the option to choose one of three responses: a) this describes quite
well how they feel no; b) this describes how they have felt in the past; or c) they have
never felt this way. Psychometric data were limited due to the relatively recent
development of the tool.

The SISR measure has been found to correlate with other recovery measures such as the
client-rated Recovery Assessment Scale (RAS) (r = .45, p < .05), Kessler-10 (r = .32, p
< .05) and the clinician-rated Health of a Nation Outcome Scales (HoNOS) (r = .39, p <
.05) (Oades, Deane, Crowe, Lambert, Kavanagh & Lloyd, 2005). The SISR was
transformed into the Stages of Recovery Instrument (STORI), a measure which to date
is promising in terms of concurrent validity and internal consistency. The STORI has
been empirically tested on 94 consumers, who also completed mental health and
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recovery related measures (Andresen, Caputi & Oades, 2006). STORI is a measure of
the construct of recovery, as defined by consumers. For a measure to be internally
consistent it should measure specific constructs. The STORI measures specific
constructs. Only three clusters have emerged from test data rather than the expected five
stages indicated by the recovery model; therefore, further tests of the STORI’s validity
are warranted (Andresen, Caputi & Oades, 2006).

In this study, I altered the SISR to capture carers’ experiences and perceptions of their
consumers’ recovery. It should be noted that researchers who have used this measure
with carers have found that consumers hold a more positive outlook regarding their
recovery than their family members (Stein & Wemmerus, 2001). It is expected that
carers may be less optimistic about their relatives’ recovery than their relatives. I did not
assess the perspective of the consumer in this study. Gaining the perspective of the
consumer would be valuable because perceived recovery from the consumer can be
compared with the family’s caregiving journey.

7.3.6 The Family Mental Health Caregiving Journey Assessment
To the best of my knowledge, no assessment tool was available at the time of this study
to measure the caregiving phase that research participants are in. I developed a model of
mental health caregiving by reviewing nine models of mental illness caregiving and
mental illness perspectives in the literature. From this model an assessment tool, the
Family Mental Health Caregiving Journey (FMHCJ) Assessment, was developed which
could be used to measure the phase of caregiving that carers were in at the point of
participation. Participants’ perceived phase of caregiving was compared with other
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variables measured in this study. Chapter Two includes further details about
development of the mental health caregiving model. The six phases of the caregiving
journey were: 1) Families’ Ambiguity; 2) Crises and Diagnoses; 3) Crises and Trauma;
4) Illness Permanency; 5) Personal Growth; and 6) Inactive Caring. The description of
each phase included an array of emotions which may be experienced during the phase,
and items which represent the phase. Participants were to identify one phase which best
represented their present circumstance. The FMHCJ Assessment is available in
Appendix A. This measure was developed specifically for this study; therefore,
psychometric data was not available on this measure.

7.3.7 Modified SpREUK Scale
The SpREUK-P version 1.1 is a 25-item questionnaire with a five-point Likert scale
which has been translated from German into English. The acronym SpREUK translates
as “Spiritual and Religious Attitudes in Dealing with Illness”. Questionnaire items were
derived from patients’ perspectives (Büssing, Ostermann & Matthiessen, 2005b). The
measure avoids use of religious terminology or commitment to any religious
denomination (Büssing, Ostermann & Koenig, 2007). Originally, the scale was
designed to measure the role of religion and spirituality in the lives of patients with
cancer (Büssing, Ostermann & Matthiessen, 2005a). The questionnaire measures five
independent dimensions of spirituality, religious and philosophical practices: 1)
Conventional Religious Practice; 2) Existentialistic Practice; 3) Unconventional
Spiritual Practice; 4) Humanistic Practice; and 5) Nature-oriented Practice (Büssing,
Matthiessen & Ostermann, 2005).
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The SpREUK 1.1 has a personal growth scale which includes six items measuring
Positive Interpretations of the Disease (Büssing, Ostermann & Matthiessen, 2005a). An
example of a modified item of the personal growth scale is: ‘my relative/spouse/friend’s
mental illness offers a hint to change my life’; possible responses range from strongly
agree to strongly disagree. A total scale score is calculated and high scale scores
indicate personal growth. The measure has been demonstrated to have promising valid
and reliable indices. An earlier version of the questionnaire (SpREUK version 1.0)
revealed Cronbach alphas that ranged from .62 to .89 for each of the scales (Ostermann,
Büssing & Matthiessen, 2004). Instrument reliability and validity has been tested on a
sample of 257 German patients, with an average age of 53 years, diagnosed with
various diseases: cancer (51%); multiple sclerosis (MS) (24%); other chronic diseases
(16%); and acute diseases (7%) (Büssing, Ostermann & Matthiessen, 2005b).
Evaluation of the reliability of SpREUK version 1.1, showed high factor item loadings
for the personal growth scale, which ranged from .457 to .813 (Büssing, Ostermann &
Matthiessen, 2005b). Females tended to report higher scores than males and the
measure significantly correlated with level of education and other subscales (Büssing,
Ostermann & Matthiessen, 2005b). Illness significantly predicted SpREUK scores; for
example, patients with MS scored the lowest on all subscales.

The SpREUK has been modified and revised a number of times in order to develop a
questionnaires which accurately measures specific domains. The 29-item SpREUK
version 1.0 measure was developed and tested on 129 German patients suffering from
cancer, MS and other diseases (Büssing, Ostermann & Matthiessen, 2005). This version
measured four main areas. Revision led to the reduction of items, resulting in a 25-item
version. The 25-item SpREUK version 1.1 was tested on 710 West German patients
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suffering from chronic pain, cancer, MS and other chronic and acute diseases (Büssing,
Ostermann & Koenig, 2007).

Standardized norms for the SpREUK have largely been based on data of ill patients,
which means norms for analysing data of healthy subjects were not available (Büssing,
Ostermann & Koenig, 2007). Büssing and colleagues measured data of healthy controls
and patients with chronic diseases on adaptive coping styles and the SpREUK subscale,
Positive Interpretation of the Disease. They found a correlation existed between the two
factors, revealing that healthy controls did not perceive illness to be an opportunity for
their own personal development. The control group scored significantly lower on
Positive Interpretations of the Disease than patients with chronic diseases (Büssing,
Ostermann & Koenig, 2007). Cancer patients scored highest on the scale Positive
Interpretation of the Disease in comparison to patients suffering from other diseases
(Büssing, Ostermann & Koenig, 2007). Chronic pain sufferers scored the lowest on the
scale, which was attributed to the chronic nature of their illness. I will use the SpREUJ
scale, Positive Interpreations of the Disease, to measure Personal Growth. The Personal
Growth Scale was modified to reflect carers’ perceptions of their relative’s mental
health condition. Appendix C includes a version of the modified scale. The sum total
score of the six items were computed and range from 0 to 24. Scores will be presented
as mean percentages to allow for comparison with other research which has used the
scale.

7.3.7.1

Operational definition of Personal Growth

Personal growth was measured by the SpREUK questionnaire which has a German
translation, the Spiritual and Religious Attitudes in Dealing with Illness (Bussing,
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Ostermann & Matthiessen, 2005). This questionnaire includes a personal growth scale
translated to be, ‘Positive Interpretations of the Disease’. This questionnaire has been
used to measure personal growth in people with the chronic illness of cancer. The
operational definition I usef for this study was ‘the positive interpretations carers make
in relation to mental health caregiving’. Personal growth included the following
dimensions: personal development, finding meaning, opportunity to change own life,
reflection on what is important in life, gaining a sense of competency or mastery and
self understanding. High scores on the scale indicated personal growth. In Personal
Construct Theory no explicit statement is made about personal growth; nevertheless, the
motivation and movement of construct systems is based on anticipation of future events.
Kelly (1991) outlined in the fundamental postulate his position on motivation, which is
to be able to better understand future events. Personal growth in this study indicated that
persons’ construct systems enabled persons to understand and anticipate future events.

7.4 Procedure
Approval to conduct this research was gained from the University of
Wollongong/Illawarra Area Health Service Human Research Ethics Committee. A
demographic questionnaire and the Family Mental Health Caregiving Journey
Assessment were developed for this study. To ensure suitability of other questionnaires
for this study, modifications were made to the following standard questionnaires:
STORI, Personal Growth Scale and Modified Rating Repertory Grid. Questionnaires
were piloted on a sample of approximately six participants. Modifications were made to
questionnaires in order to reflect recommendations or suggestions provided by
participants. For example, a separate questionnaire pack was developed which enabled
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carers of more than one person with a mental illness to respond in accordance for each
care recipient. Non-government and government organizations throughout Australia
(that is, in the states of New South Wales (NSW), Queensland (QLD), South Australia
(SA), Australian Capital Territory (ACT), Western Australia (WA), Tasmania (TAS)
and Victoria (VIC) throughout Australia who provided services to family members
caring for people with serious mental illness were approached. Organizations assisted
by advertising this research through websites, paper and electronic newsletters and
noticeboard flyers. Appendix D includes a template of the recruitment assistance letter. I
attended carer support groups in the Sydney metropolitan area to invite carers to
participate. Permission to attend groups had been granted by respective governing
bodies. Community organizations not specific to caring were also approached in an
attempt to recruit family members in the community who were not engaged with carer
support services or mental health services.

Carers participated in either a face-to-face interview or completed a questionnaire pack
which was returned by mail. Forty-nine completed questionnaires were received.
Participants located in the metropolitan Sydney had the opportunity to complete the
battery of questionnaires in a one-hour semi-structured interview with myself.
Interviews were conducted in local libraries or community centres. Participants not
located in the Sydney metropolitan area were mailed questionnaire batteries and a replypaid envelope. Participants were required to complete the questionnaire battery which
included measurement tools in the following order: demographic questionnaire; open
ended transcript of participants’ current experiences; ECI; Modified Personal Growth
Scale; Multiple Modified Rating Repertory Grids; CPCESR; and the FMHCJ. For those
participants caring for more than one relative an extended questionnaire capturing their
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experiences was completed. All participants received an information sheet outlining the
research and a consent form which participants were required to sign. Information
sheets and consent forms are located in Appendix E. Participants were provided with
the opportunity to take part in a private debriefing session in person or over the phone if
required. All participants and organizations who assisted in the recruitment of
participants received a report outlining the findings from this research. Australian public
mental health services also received this report.

7.4.1 Data analysis
7.4.1.1

Content Analysis Scales

Qualitative and quantitative data analysis involved scoring the written transcriptions for
three Content Analysis Scales. It has been recommended that transcripts of at least 70 or
more words be content analyzed as this number of words ensures a degree of reliability
in measuring psychological variables (Gottshcalk, Winget & Gleser, 1969). Transcripts
ranged from 61 to 2026 words. The handwritten and typed transcripts were
computerized (entered into MS Word files) verbatim. Transcripts were of written
responses only; verbal responses may alter the content of transcripts because, when
writing responses, participants have more time to consider how they will respond.
Considering Content Analysis Scales are a measure of verbal communication, it is
implicitly expected that participants have some degree of ability for verbal expression
(Rayner, 2008). Content Analysis Scales have been successfully applied to written text
such as suicide notes (Gottschalk & Bechtel, 2005) and even written transcripts by
infamous historical figures (Gottschalk & Bechtel, 2005; Gottschalk, Defrancisco &
Bechtel, 2002). Participants in this study provided written transcripts rather than verbal
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transcripts. Developers of Content Analysis Scales have speculated that written
transcripts as opposed to verbal transcripts may lose spontaneity because participants
have time to consider what will be included in transcripts (Gottschalk & Gleser, 1969).
No significant differences, however, have been found between scores on verbal or
written transcripts from the same samples (Gottschalk, 1979, 1995; Gottschalk &
Gleser, 1969). For this study, I conducted Content Analysis ratings for each transcript in
the following order: 1) Psychosocial Maturity Scales; 2) Sociality Scales; and 3) Origin
and Pawn Scales. Readers are referred to Appendix F and the following papers for
further details on scoring procedures for each of the Content Analysis Scales:
Psychosocial Maturity Scales (Viney, Rudd, Grenyer, & Tych, 1995); Sociality Scales
(Viney & Westbrook, 1979); and Origin and Pawn Scales (Westbrook & Viney, 1980).

Transcripts were sectioned into clauses, and personal information which could identify
participants was removed to ensure participant confidentiality was maintained. A
colleague (psychology PhD candidate) and I coded one-third of the sample transcripts to
obtain an inter-rater reliability index. I provided training, reading material and
instructions to the second rater about performing content analysis for each of the scales.
My colleague was paid for his efforts. Approximately one-third of the transcripts were
randomly selected to be rated by the second person. Procedures for randomly selecting a
sample of transcripts is located in Appendix G. Content analysis and coding was
performed on written transcripts. An inter-rater reliability index was obtained for onethird of transcripts that were rated by two people. The formula for inter-rater reliability
is in Appendix H. The initial calculated inter-rater reliability index was below the
accepted level of reliability. The two raters reviewed rating procedures and clarified
meanings in order to improve reliability. The two raters performed further independent
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ratings. Reliability was also assessed by conducting t-tests on the mean scores for each
Content Analysis Scale scored by the two raters to determine if there were any
significant differences. These results are available in Chapter Eight. The remaining twothirds of transcripts were re-rated by myself to ensure continuity in scoring across all
transcripts.

7.4.1.2

Statistical data analysis

Experiences of Caregiving were the dependent variables and Senses of Identities,
Interpersonal Relationships, Locus of Control and Personal Growth were the
independent variables. The FMHCJ and CPCESR response variables were categorical in
nature. Statistical data analysis was performed using SPSS GradPack version 17.0. The
following statistical tests were performed on the data: descriptive statistics, canonical
correlations, MANOVAs, t tests, Pearson Chi-Squares, Pearson correlations and
Principal Component Analyses.

Some participants experienced difficulty understanding how to complete the FMHCJ
assessment and identified themselves to be in more than one phase of caregiving. In
these cases, I determined which phase most accurately represented where the participant
was likely to be. This was undertaken by investigating other responses provided by the
participant in the questionnaire such as how long they had been caregiving and the
extent of their caregiving involvement. A number of measures included Likert scales. In
the event that participants endorsed more than one item, responses were treated as
missing data. Participants had the opportunity to supply their own elements or
constructs for each of the six Modified Rating Repertory Grids. These responses are
available in Appendix I.
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The option was provided for carers to complete a questionnaire pack designed for
family members who cared for more than one person with mental illness. These
participants provided multiple responses (participants responded on behalf of each
relative they cared for) to the following variables: ECI scales, six Modified Rating
Repertory Grids, CPCESR measure and demographic variables for each consumer such
as age, gender, kinship relations and hospitalizations. For the remaining variables,
participants were only required to provide one response. Most participants were able to
recognize if they required this particular questionnaire and request it. Only four
participants cared for multiple care recipients, too few to be statistically analyzed;
therefore, qualitative analysis were performed on this sub-sample.

7.4.1.3

Analysis of Modified Rating Repertory Grids

Statistical data analysis was performed on 51 Modified Rating Repertory Grids using
SPSS version 17.0 and the freeware Repertory Grid program GRIDSCAL version 1.0
(Bell, 1999). Within-subjects analysis of supplied constructs for each self element was
performed. Participants’ ratings indicating location in similar caregiving phases were
compared. Between-subjects analysis of rated constructs for each self element for
participants in different caregiving phases was performed. A configuration of
participants was performed plotting the dispersion of participants to check for outliers.
The six elements based on self (Ideal Self, Self When Caregiving, Self as I Usually am,
Self Now, Another Person Involved in Caregiving and Future Self) were compared. I
compared the nine constructs based on family mental health caregiving. The nine
constructs were: (1) Meaningful Relationship with Relative versus Caretaking
Relationship Only; 2) Positive Relations with Staff versus Feeling ‘Out of the Loop’; 3)
Stigma versus No Experience of Stigma; 4) Control over Treatment versus No Control;
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5) Manageable Symptoms versus Unpredictable Symptoms; 6) Experiences Ethical
Problems versus Experiences Practical Problems; 7) Positive Emotions versus Negative
Emotions; 8) Coping with Crisis versus Feeling Ineffective; and 9) Knowledgeable
About Illness versus Limited Knowledge) were compared. I performed descriptive
statistics on the Grids. I performed ANOVAs to obtain Intra-Class Correlations (ICC),
which I used as an index of construct association and element association. I performed a
three-mode Principal Component Analysis (PCA) on the Grids to explore the
relationships between common constructs, common elements and participants’ Grids
simultaneously. I conducted a complete linkage hierarchical cluster analysis on the
sample mean Grid to examine Elucidean distances between elements.

7.4.2 Qualitative analysis: Thematic codes and analysis of cases
7.4.2.1

Introduction to qualitative analysis

Three types of analyses were undertaken on a sub-sample of seven: 1) thematic analysis
for codes; 2) case study analysis; and 3) analysis of Modified Individual Rating
Repertory Grids. I chose to utilize qualitative data in order to validate and supplement
findings obtained from quantitative data. Qualitative analysis captures the richness,
holism and complex nature of data embedded in context (Miles & Huberman, 1994).
Epistemologically and ontologically, constructivist research is appropriate for
qualitative methods (Viney & Nagy, in press). In terms of ontology, constructivism is
founded on the assumption that reality is constructed by persons, and persons’
constructs are based within time and place. In regards to epistemology, constructivism
acknowledges that the researcher’s own construction of reality is to some degree
involved in the process of data collection and analysis (Viney & Nagy, in press).
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7.4.2.1.1

Thematic codes

Coding is the application of units of meaning to portions of data which allows for
retrieval of and organization of data (Miles & Huberman, 1994). The following
procedures were adopted in coding transcripts: a) identification of code types; b)
creation of codes; c) naming of codes; d) code assignment; and e) revision of codes
(Miles & Huberman, 1994). Refer to Appendix J for more details about coding
procedures.

7.4.2.1.2

Analysis of cases

In order to understand the in-depth meanings that participants had construed from their
experiences and to understand the processes they may be going through, I performed
multiple case sampling (Miles & Huberman, 1994) on a sample of seven participants.
Producing case studies is a method which is epistemologically and ontologically
appropriate for studying participants’ meanings (Viney & Nagy, in press). The type of
case analysis which was undertaken in this study has been referred to as instrumental
case studies, which are case studies conducted in order to provide further explanation or
understanding about an issue (Stake, 2000). In this study, I used case studies to support
findings about experiences of caregiving. These findings supplement findings found in
the quantitative data analysis section of this study. In approaching each case, the
following areas were addressed: a) exploration of meanings; b) exploration of processes
and transitions which may have been experienced by participants; and c) exploration of
structural features of participants’ construct systems. Ideally, cases representing each of
the six Phases of Caregiving would have been analyzed in depth. No participants were
found to be in Phase 1; therefore, participants from Phases 2 to 5 only were included.
Threat, fear, anxiety, guilt, aggressiveness, hostility, C-P-C cycle, impulsivity and the
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creativity cycle are indicative of participants in phases of transition (Kelly, 1991). These
indicators of transition were identified in cases. Definitions of indicators of transition
can be found in Table 2. Criteria for case selection are outlined in Chapter Nine.

7.4.2.1.3

Thematic codes and individual cases: Reliability and validity

The criteria chosen to improve reliability and validity of qualitative data should be
consistent with the line of enquiry adopted (Lyons, 1999), which in this case is
constructivism. Four constructivist criteria for testing reliability and validity of
qualitative data were available (Guba, 1981; Guba & Lincoln, 1989; Lincoln & Guba,
1985; Viney & Nagy, in press). For this study, I addressed the following three criteria:
credibility, dependability and confirmability. One way in which credibility can be
improved in the coding procedure is by managing the influence of prior theories (Viney
& Nagy, in press). I adopted a grounded theory approach when extracting thematic
codes from case transcripts. I have previously conducted thematic coding on an
independent sample of family mental health carers (Bentley, Viney & Oades, 2003) and
the themes were used in part as supplied constructs in the Modified Rating Repertory
Grids for the current study. In addition to determining which family mental health
caregiving constructs were to be included in the Grids, I also performed a review of the
family mental health caregiving literature. I decided not to use thematic codes used in
previous investigations with carers because this may bias the results to be found in this
current study. This allows for new meanings or themes to emerge. To confirm internal
validity within cases, and thus improve credibility, I adopted the method of making
constant comparisons (Glasser & Strauss, 1967). In relation to thematic coding,
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Table 2. Definitions of Personal Construct Theory indicators of transitions.

Threat

“Threat is the awareness of an imminent comprehensive change in one’s core
structures” (Kelly, 1991, p. 391).

Fear

“Fear is the awareness of an imminent incidental change in one’s core
structures” (Kelly, 1991, p. 391).

Anxiety

“Anxiety is the awareness that the events with which one is confronted lie
outside the range of convenience of one’s construct system” (Kelly, 1991, p.
391).

Guilt

“Guilt is the awareness of dislodgement of the self from one’s core role
structure” (Kelly, 1991, p. 391).

Aggressiveness

“Aggressiveness is the active elaboration of one’s perceptual field” (Kelly,
1991, p. 391).

Hostility

“Hostility is the continued effort to extort validational evidence in favour of a
type of social prediction which has already been recognized as a failure”
(Kelly, 1991, p. 391).

C-P-C Cycle

“The C-P-C Cycle is a sequence of construction which involves in succession,
circumspection, preemption, and control, and leads to a choice precipitating the
person into a particular situation” (Kelly, 1991, p. 392).

Creativity Cycle

“The Creativity Cycle is one which starts with loosened construction and
terminates with tightened and validated construction” (Kelly, 1991, p. 392).

quotations supporting codes were compared within cases and across cases a number of
times. To complete case analyses, cases were compared with one another in search of
similarities or differences in processes of meaning construction.

Dependability of qualitative research is the degree of consistency in interpretations and
resembles the concept of reliability (Guba, 1981). Confirmability of research results is
the degree to which others reach the same conclusions as the researcher (Guba, 1981). I
attempted to improve the degree of dependability and confirmability in this study by
providing a clear audit trail. In this chapter and Chapter Eight, I have provided a
detailed account of how I obtained and analyzed data. Other researchers would be able
to perform similar procedures, such as case analysis and thematic coding, and compare
their results with results found in this study. Quotations have been provided later in this
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thesis in support of identified thematic codes, meanings and processes. Providing
supporting evidence enables readers to determine whether the conclusions which I have
reached are verifiable. This approach meets the demands of confirmability.

To further determine the quality of the case studies, the criterion of resonance was
applied (Lincoln & Guba, 2002). Resonance is the extent to which the case study
reflects the framework on which the researchers claim their data investigation rests. As
this was a personal construct enquiry, each case study needs to reflect multiple realities.
Case studies are constructions between participants, researcher and context (Stake,
2000). In order to improve resonance, an academic with considerable personal construct
knowledge reviewed Chapter Nine, which included my interpretation of case
participants’ personal construct meanings, processes, transitions and structures and the
supporting quotations. No researcher approaches material value-free when analyzing
qualitative work (Stake, 2000). I acknowledge that I approached this analysis with the
perspectives of the following: personal construct researcher; person with interests in
mental health carer and consumer advocacy; human behavioural sciences postgraduate
student; and Australian public mental health professional. In line with the notion of
alternative constructivism the meanings, processes and interpretations presented in
Chapter Nine represent my perspectives. It is possible that my perceptions may be
interpreted in an alternative manner by readers of this document, participants in this
study and other carer populations.

7.4.2.1.4

Analysis of Modified Individual Rating Repertory Grids

The following statistical analyses were performed on each Modified Individual Rating
Repertory Grid using SPSS version 17.0 and GRIDSTAT (Bell, 2004a). Single linkage
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hierarchical cluster analyses were performed on each Grid. Inter-element Euclidean
distances were measured with the element Self Now as a reference point. Root Mean
Squared construct-invariant element correlations were calculated as a measure of
element correlation.

7.5 Summary
In Chapter Seven I introduced the participants of this study. I presented the study’s
design and the ten measures which were used. Theoretically appropriate measures and
measures specific to the mental health caregiving domain were used. A review of the
psychometric properties of each measure was performed and, when available, empirical
support was provided. I provided an account of the procedures which were undertaken.
A number of different types of analyses will be performed including: content analysis of
transcripts, thematic coding, analysis of Multiple Modified Rating Repertory Grids and
statistical analyses. I supplied rigorous criteria to which the procedures for collecting
and analyzing qualitative should adhere.
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CHAPTER EIGHT

Results of prediction of families’ experiences of mental health
caregiving

“We face a stigma that can be as painful as the disease itself.” Glenn Close, actress,
mental health advocate and sister of a loved one with mental illness, speaking on stigma
and mental illness.
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8.1 Demographic characteristics of the carer sample
Table 3 reports frequencies and percentages of age distributions of participants and their
relatives. Twenty-five percent of participants reported that they currently suffered from
mental illness and 35% chose not to disclose information about their mental health.
Table 4 categorizes the Australian states where participants lived and their countries of
origin. Table 11 in Appendix K provides details on participants’ employment status.
Sixty-five percent of participants identified themselves as primary carers whilst 33% of
participants identified themselves as conjoint carers. Eighty-eight percent of participants
cared for one relative, while 12% of participants cared for more than one person with a
mental illness. Figure 4 reports participants’ duration of caregiving. Figure 8 and Table
12 in Appendix K provide details on time participants spent engaged in caregiving
activities and the types of activities undertaken. Table 12 does not present in cumulative
percentages. Fifty-two percent of participants reported that their care recipient/s lived
with them.

Table 3. Age distribution of participants (n = 49) and care recipients (n = 54) in frequencies and
percentages.
Age range

Participants

Percentages

Frequencies

Care Recipients Percentages
Frequencies

13 – 17 years old

0

0

4

7%

18 – 25 years old

1

2%

9

17%

26 – 40 years old

9

17%

22

41%

41 – 65 years old

27

56%

16

30%

66 + years old

12

25%

3

5%
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Table 4. Participants location of residence at time of participation and country of origin in percentages
(n = 49).
Residence

Percentages

Country of Origin

Percentages

NSW

65.3%

Australia

84%

VIC

16.3%

Other

14%

TAS

6.1%

No response

2%

WA

6.1%

SA

4.1%

ACT

2%

20

Number of participants

18
16
14
12
10
8
6
4
2
0
0-6 mths

6-12
months

1-3 years

4-10 years 11-20 years 20 years +

Duration of caregiving

Figure 4. Participants length of time involved as an informal, mental health carer (n = 49 care recipients).

All participants were located in Phases 2 to 6 in the Caregiving Journey. Table 5 shows
percentages of participants self-allocated to each phases of the Family Mental Health
Caregiving Journey (cumulative percentages are not presented). The majority of
participants were located in either Phase 4 or 5. Appendix K includes details regarding
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participants’ patterns of responding. Appendix K includes participants’ responses on
independent and dependent variables compared with normative samples.

Table 5. Self-reported allocation to a phase of mental health caregiving (n = 49).
Phase of Caregiving

Title of Phase

Percentages

1

Families’ Ambiguity

0%

2

Crises and Diagnosis

2%

3

Crises and Trauma

10%

4

Illness Permanency

35%

5

Personal Growth

37%

6

Inactive Caring

8%

7

Participants in more than one phase

8%

This section will focus on the descriptive characteristics of the relatives who
participants cared for. Table 6 provides type of kinship relations which exist between
participants and their relatives. Table 7 provides frequencies and percentages (not
reported in cumulative percentages) of consumers’ diagnoses. Table 13 in Appendix K
shows, in frequencies and percentages, to the following indicators of the severity of
consumers’ illnesses, as reported by participants: 1) contact with mental health services;
2) length of interaction with mental health services; 3) reported number of
hospitalizations; and 4) reported hospitalizations in the previous five to ten years.

8.2

Overall data screening

Data screening was performed on all raw data and details are available in Appendix K.
Once processed, data were suitable for use in answering research questions and testing
hypotheses.
246

Table 6. Kinship relations between carers’ (n = 49) and care recipients (n = 54).
Kinship Relationship

Frequencies

Percentages

Parent

34

63%

Husband/wife

8

15%

Sibling

4

7%

Son/daughter

3

6%

Partner

1

2%

Other

4

7%

Table 7. Frequencies diagnoses among care recipients (n = 54).
Diagnosis

Frequencies

Percentages

Schizophrenia, psychotic disorders

19

35%

Bipolar disorders

18

33%

Depressive disorders

9

16%

Anxiety disorders

8

15%

Developmental disorders

4

7%

Personality disorders

3

6%

Eating disorders

2

4%

Other diagnoses

3

6%

8.3

Findings related to Research Questions and Hypotheses

Statistical tests were performed in blocks, which meant that error rates were adjusted
within blocks to account for Type I errors. This approach was undertaken because
applying a restrictive error rate across all tests would result in non-significant findings,
which was likely considering the sample size was small.
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In relation to Research Question One:
Does Identity Coherence, Identity Diffusion, Good and Bad Identity Scales,
Interpersonal Relationships, Locus of Control and Personal Growth predict
Experiences of Family Mental Health Caregiving?

Hypothesis 1a: Identity Coherence (as measured by the Identity Coherence Scale) will
predict a positive relationship with Positive Experiences of Caregiving. Identity
Coherence will predict a negative relationship with Negative Experiences of
Caregiving. In particular, this will be evident for the Negative ECI Scales: Stigma Scale
and Loss Scale.

Hypothesis 1b: Identity Diffusion (as measured by the Identity Diffusion Scale) will
predict a negative relationship with Positive Experiences of Caregiving. Identity
Diffusion will predict a positive relationship with Negative Experiences of Caregiving.
In particular, this will be evident for the Negative ECI Scales: Difficult Behaviours
Scale, Stigma Scale and Loss Scale.

In order to answer Hypotheses 1a and 1b, a canonical correlation was performed on the
data because this test allows independent variables which are continuous in nature to be
entered along with dependent variables. Canonical correlations have less stringent
distribution assumptions, which is advantageous when using a small sample (Anderson
& Tatham, 1987). On the other hand, statistical power is compromised when less
restrictive tests are used, which makes it difficult to find statistical effects (Hair,
Anderson & Tatham, 1987). To answer this particular question, a MANOVA would
have been ideal considering it is a more powerful test compared to canonical
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correlations. A MANOVA could not be performed because the independent variables
were continuous in nature and for this test there were too many variables to be entered
to perform a MANOVA with a small sample.

The following five dependent variables were included in the analysis: ECI Total
Positive Scale Scores (Positive Personal Experiences Scale, Good Aspects of
Relationship Scale) and ECI Negative Scale Scores (Difficult Behaviours Scale, Stigma
Scale and Loss Scale). These three ECI Negative Scales were included because stigma,
loss and symptomatic behaviours have been theoretically linked with the concept of
identities. The following two continuous independent variables were included in the
analysis: Identity Coherence and Identity Diffusion. Canonical test assumptions require
that normality, linearity and homoscedasticity have been met, a requirement which has
been addressed in the data screening section of this chapter. Hair, Anderson & Tatham
(1987) have stated that the following items are important when interpreting a canonical
correlation: canonical variates; canonical correlations between the variates; significance
of the canonical correlations; and redundancy measures of shared variance for the
canonical functions. A significant canonical correlation was found, .60, F (10, 86) =
2.45, p < .05. The respective Eigenvalues were .57 and .05. The first dimension tested
whether both Dimensions 1 and 2 were significant. The second dimension tested
whether Dimensions 1 and 2 combined made significance. The first canonical
correlation was significant at p = .013, and had a canonical correlation of .60 between
the sets of variables and a canonical root of 0.37. The second canonical correlation was
not significant at p = .710, had a canonical correlation of .21 between the sets of
variables and had a canonical root of .05. A redundancy index was calculated as a
measure of shared variance. The index describes how a set of independent variables
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explain the variance in separate dependent variables (Hair, Anderson & Tatham, 1987).
The index was calculated by multiplying the average loadings squared by the canonical
R² (Hair, Anderson & Tatham, 1987). The redundancy index for dependent variables
was low (0.23). The redundancy index indicated that the set of independent variables
explained 23% of the variance in separate dependent variables. Hair, Anderson &
Tatham (1987) have stated that lower values are not uncommon when independent and
dependent variables are not measuring similar constructs. This was the case for the
independent and dependent variables in this study. The redundancy index and a
statistically significant test confirmed that the first canonical function was acceptable.

Canonical loadings greater than absolute 0.30 are considered significant and loadings
greater than absolute 0.50 are considered very significant (Hair, Anderson & Tatham,
1987). The canonical loadings which reflect the contribution of each variable on each
canonical variate will be reported (Hair, Anderson & Tatham, 1987). Table 8 reports the
variables loading on Dimensions 1 and 2 and the size of their contributions. Large
numbers indicate greater contributions.

Table 8. Canonical loadings.
Variables loading on

Size of

Variables loading on

Size of

Dimension 1

contribution

Dimension 2

contribution

Stigma

0.93

Positive Personal Experiences

0.87

Identity Diffusion

0.67

Identity Coherence

-0.83

Positive Personal Experiences

-0.62

Identity Diffusion

0.77

Identity Coherence

0.61

Stigma

0.67

Loss

-0.49

Difficult Behaviours

-0.39

Good Aspects of Relationships

0.47

Good Aspects of Relationships

-0.27
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The second canonical loadings were not found to be statistically significant. Canonical
cross loadings were unable to be reported because SPSS GradPack version 17.0 and
SPSS base module were unable to produce this output.

There was a positive relationship between Identity Coherence and one of the Positive
ECI scales, Good Aspects of Relationships. It was postulated that a positive relationship
would occur between Positive ECI Scales and Identity Coherence; therefore, this
finding partially supported Hypothesis 1a. Identity Coherence, however, was found to
have a negative relationship with one of the other Positive ECI scales, Positive Personal
Experiences. This relationship was in the opposite direction to what was expected.
Identity Diffusion was found to have a positive relationship with one of the Negative
ECI Scales, Stigma. It was postulated that the relationship between Negative ECI Scales
and Identity Diffusion would be positive; therefore, this finding partially supported
Hypothesis 1b. Identity Diffusion, however, was found to have a negative relationship
with one of the other Negative ECI Scales, Loss. This relationship was in the opposite
direction to what was expected. Identity Diffusion did not predict a relationship with the
Negative ECI Scale, Difficult Behaviours. Results from canonical correlations indicated
a relationship between Identity Diffusion and Experiences of Caregiving.

Hypothesis 2: Internal Locus of Control will be positively associated with Positive
Experiences of Caregiving. External Locus of Control will be positively associated with
Negative Experiences of Caregiving.

It was previously reported that results from canonical correlations did not support
Hypothesis 2. The canonical correlation indicated a small negative relationship between
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Internal Locus of Control and Positive Experiences of Caregiving. A moderate negative
relationship between External Locus of Control and Negative Experiences of
Caregiving was found. Hypothesis 2 was not supported.

Hypothesis 3: Personal Growth will be positively associated with Positive Experiences
of Caregiving. Personal Growth will be positively associated with Length of
Caregiving.

Hypothesis 3 was partially supported. It was previously reported under Research
Question 1 that results from canonical correlations provided evidence that a positive
relationship existed between Personal Growth and Positive Experiences of Caregiving.
As expected, there was no significant relationship between Personal Growth and
Negative Experiences of Caregiving.

An ANOVA was performed to test the relationship between Length of Caregiving and
Personal Growth. Length of Caregiving was both categorical and ordinal in nature and,
for this test, it was treated as the independent variable. The first three categories of the
variable were combined into the category Months to Three Years of Caregiving due to
the small numbers in each category. Personal Growth was treated as the dependent
variable. The result of Levene’s test of equality of error variances was not significant F
(3, 46) = 1.598, p > .05 which indicated assumptions of equal variances have not been
violated. All other test assumptions were addressed in the data screening section of this
chapter. Alpha level was set at .025 for this block of tests. There was a significant
univariate effect F (4, 46) = 86.584, p < .025. Partial eta squared was 88%. A partial eta
squared of 0.80 or greater has been considered a large effect size (Cohen, 1992, 1988;
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Keppel & Wickens, 2004). The results indicated Length of Caregiving predicted
Personal Growth and therefore confirmed Hypothesis 3. Bonferroni post hoc multiple
comparisons were performed to compare differences in group means. Bonferroni was
the preferred comparison test because alpha is adjusted for the number of tests
conducted. No significant results were found. Partial eta squared was 74% for the group
Eleven to 20 Years, 67% for the group Four to Ten Years and 63% for the group
21Years and over, which suggested one or more of these groups may predict Personal
Growth.

In relation to Research Question One, analyses of multiple Modified Rating Repertory
Grids were conducted to provide further information on carers’ Good and Bad Identity
Scales and Mental Health Caregiving Constructs. The freeware Repertory Grid program
GRIDSCAL version 1.0 (Bell, 1999) was used to perform analyses on 51 Modified
Rating Repertory Grids with nine supplied constructs and six supplied elements.
GRIDSCAL output did not permit inclusion of one participant’s responses. This may
have been because this participant’s responses did not vary. Items without a response
were awarded a zero. Response items were reversed for the supplied construct, Stigma,
to reflect positive responses or preferred preferences on the left pole and negative
responses or less preferred preferences on the right pole. Descriptive statistics,
ANOVAs and a three-mode PCA were performed on the Grids. Table 9 provides
overall descriptive statistics for 51 Modified Rating Repertory Grids. Overall, the
sample means of elements ranged from 2.2 to 2.8, which indicated the sample tended to
endorse positive construct poles. Two supplied constructs were considered to be value
laden. On average, carers were ambivalent in regards to responding to the fourth
supplied construct, Control over Treatment, as indicated by midpoint responses. These
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responses indicated these constructs were outside their range of convenience. There was
less than two standard deviations difference amongst responses for supplied constructs
and elements which indicated little variation.

Table 9. Overall means and standard deviations for supplied constructs and supplied elements from
fifty-one Modified Rating Repertory Grids.
Label

M

SD

Supplied Constructs
1.

Meaningful Relationship vs. Caregiving Relationship

1.90

1.26

2.

Positive Relationships with Staff vs. Feeling out of Loop

2.40

1.46

3.

No Stigma vs. Stigma (construct reversed)

2.20

1.41

4.

Control over Treatment vs. No Control

3.00

1.52

5.

Able to Manage Symptoms vs. Unpredictable Symptoms

2.80

1.44

6.

Ethical Problems vs. Practical Problems

3.50

1.31

7.

Positive Emotions vs. Negative Emotions

2.40

1.24

8.

Coping with Crisis vs. Feeling Ineffective

2.00

1.19

9.

Knowledgeable vs. Lacking Knowledge

2.00

1.11

Supplied Elements
1.

Ideal Self

2.41

1.31

2.

Caregiving Self

2.60

1.32

3.

Self When not Caregiving

2.50

1.34

4.

Self Now

2.50

1.40

5.

Another Person Involved in Caregiving

2.80

1.63

6.

Future Self

2.20

1.41

A three-mode PCA, also known as singular-value decomposition, (Bell, 2004a) was
performed to explore the relationships between supplied constructs, supplied elements
and participants’ Grids simultaneously. The analysis was ‘double centered’, indicating
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that supplied constructs and elements means were eliminated from analysis (Bell,
2004a). This was performed to prevent element loadings reflecting element means (Bell,
2004a). ANOVAs were conducted to obtain Intra-Class Correlations (ICC), which were
used to create an index of construct association and element association (Bell, 1999).
Results from the ANOVA revealed significant main effects for supplied constructs F (5,
50) 8.45, p < .05 and supplied elements F (8, 50) 27.76, p < .05. A significant constructelement interaction was found F (40) 4.51, p < .05. Small mean squares were found for
the construct-Grid interaction (3.10) and for the element-Grid interaction (3.99). Small
mean squares suggested that the Grid was a good representation of the data (Bell, 1999).

Principal Components and ICCs for Supplied Constructs
Two notable principal components found for supplied constructs were reported. The first
dimension represented 44% of the variance and the second dimension represented 13%
of the variance. Figure 5 consists of a two-dimensional representation of the three-mode
principal components plotted for supplied constructs, supplied elements and fifty
individual Grids. The X-axis represents Dimension 1 whilst the Y-axis represents
Dimension 2. Supplied constructs and supplied elements have been labelled and
individual Grids have been numbered. Table 16 includes the construct means, which can
be used as a guide to informing which construct poles were most commonly endorsed.
Scores below three indicated a preference for the positive or preferred pole, whilst
scores greater than three indicated a preference for the negative or least preferred pole.
The following supplied constructs substantially loaded on Dimension 1 and had an
inverse relationship with this dimension: Control over Treatment; Symptom
Management; Relations with Staff; and Emotions. Stigma had the highest loading on
Dimension 2. The average ICC’s for supplied constructs was 0.34, which was a fairly
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low correlation and indicated cognitive complexity. This means carers used a number of
different supplied constructs when construing in terms of caregiving.

Principal Components and ICCs for Supplied Elements
Two notable principal components found for supplied elements will be reported. The
first dimension represented 49% of the variance and the second dimension 22% of the
variance. The following supplied elements were inversely related to Dimension 1: Self
Now, Self When Caregiving, Self When not Caregiving, Another Person Involved in
Caregiving and Future Self. Another Person Involved in Caregiving had the highest
loading on Dimension 2. The average ICC for elements was 0.47, which was a high
correlation and indicates cognitive simplicity. This means carers did not use a variety of
selves when construing mental health caregiving. The fact that Stigma was proximally
distant from selves indicates carers did not directly experience stigma. Self Now was
relatively close to Self When Caregiving and Self When not Caregiving, which indicated
carers construed these elements in a similar manner and minimally differentiated
between these different selves. Future Self and Staff Relations were proximally close,
which indicated carers wanted to have positive relations with staff in the future.

Principal Components for Grids
Two notable principal components found for Grids will be reported. The first dimension
represented 30% of the variance and the second dimension represented 13% of the
variance. There were no particular Grids which significantly loaded on Dimensions 1 or
2. Loadings ranged from ±0.033 to ±1.429.
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Figure 5. A two-dimensional representation of the three-mode principal components plot for supplied constructs, supplied elements and 51 Grids.

257

Grid Comparisons
ICCs found in this study were compared against ICCs obtained from six independent data
sets. These Grids had a variation in supplied and elicited constructs and elements (Bell,
Vince & Costigan, 2002). In this study supplied elements were more cognitively simple
than supplied constructs. This finding was supported by only one of the six independent
data sets which used supplied constructs and elicited elements.

Relationships Between Supplied Constructs and Supplied Elements
Items proximally close to Ideal Self were construed positively. The plot indicated that the
supplied constructs Emotions, Coping, Meaningful Relationship and Knowledge were
proximally close to Ideal Self and, therefore, were desirable to carers. The fact that the
element, Another Person Involved in Caregiving, was isolated from all other Grid items
suggested that supplied Mental Health Caregiving Constructs’ range of convenience did not
apply to the element Another Person Involved in Caregiving. The large distance between
this element and Self Related elements indicated that Carers did not perceive themselves
similar to other persons they know when considering them in a caregiving role. The
clustering of self elements indicated there was minimal distance between elements. This
may indicate carers did not differentiate between self elements and that carers may have a
limited number of selves. To further investigate this finding, Euclidean distances between
elements were examined.

The three-mode PCA produced an average Grid representative of the overall sample. A
hierarchical cluster analysis was performed on this single Grid in GRIDSTAT to obtain
element Euclidean distances. The following comments are based on relative distances.
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Small Euclidean distances were found between: 1) Caregiving Self and Self When Not
Caregiving (0.45); 2) Self When Not Caregiving and Self Now (0.28); and 3) Caregiving
Self and Self Now (0.32). The small distances indicated these elements were likely to be
one and the same self. The largest Euclidean distances were found between Ideal Self and
Another Person Involved in Caregiving (2.87), which indicated carers did not consider
other people they may knew to be better at caregiving than themselves. There were
moderate distances between the following elements: 1) Ideal Self and Self Now (1.65); and
2) Ideal Self and Caregiving Self (1.88). The distance between Ideal Self and Future Self
was relatively small (0.73), which indicated hope. Carers perceived that the person they
would be in the future would be closer to their ideal than the person they considered
themselves to be now. It appeared that carers construed at least three of the supplied
elements to be one and the same self, which may account for cognitive simplicity.

Summary of Multiple Modified Rating Repertory Grids
Dimension 1 was representative of: Poor Control over Treatment, Poor Symptom
Management, Poor Relations with Staff and Negative Emotions. The fact that self elements
were not prominent indicated that this dimension did represent Self Related elements. The
dimension was absent of control, abilities, good relations with staff and devoid of positive
emotions. Approximately 30% of Grids reflected Dimension 1. In this case, Dimension 1
was labeled ‘Empty/Isolated Caring’. Dimension 2 was representative of: Stigmatizing
Experiences. Dimension 1 reflected use of the element, Another Person Involved in
Caregiving. Approximately 13% of Grids reflected Dimension 2. Dimension 2 was labeled
‘Stigma’. The portion of variance responsible for individuals’ responses was ascertained
and this was an advantage of performing PCA with Grids. It was not determined if Selves
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predicted mental health caregiving from Grid responses; however, the relationships between
Types of Identity Scales (Good and Bad Identities) and supplied Mental Health Caregiving
Constructs were commented on. Use of Grid measures proved useful in uncovering two
underlying dimensions of mental health family caregiving. Chapter Nine consists of details
on Individual Modified Rating Repertory Grid analyses performed on seven cases.

In relation to Research Question Two:
What is the relationship between Phases of Family Mental Health Caregiving and
Perceived Phases of Consumer Recovery in cohorts?

In order to explore relationships between variables in Research Question 2, a canonical
correlation was performed. The following two dependent variables were included in the
analysis: ECI Total Positive Scales and ECI Total Negative Scales. The following six
independent variables were included in the analysis: Identity Coherence, Identity Diffusion,
sum scores of Sociality, Origin, Pawn and Personal Growth. Canonical test assumptions of
normality, linearity and homoscedasticity were tested and met (see the data screening
section of this chapter). A significant canonical correlation was found, .46, F (12, 84) =
3.28, p < .05. Two canonical correlations were produced and the respective Eigenvalues
were .97 and .09. The first canonical correlation was significant at p = .001, and had a
canonical correlation of .70 between the sets of variables and a canonical root of 0.49. The
second canonical correlation was not significant at p = .545, had a canonical correlation of
.29 between the sets of variables and had a canonical root of .09. A redundancy index was
calculated as a measure of shared variance. The redundancy index for dependent variables
was low (0.25). The redundancy index suggested that the set of independent variables
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explained 25% of the variance in separate dependent variables. It is expected that the score
would be low because the variables were not measuring similar constructs (Hair, Anderson
& Tatham, 1987). The redundancy index and a statistically significant test confirmed that
the first canonical function was acceptable.

The canonical loadings which reflected the contribution of each variable on each canonical
were reported (Hair, Anderson & Tatham, 1987). Variables which contributed substantially
to the first and second variate in order of size of contribution are reported in Table 10.
Canonical correlations have signified how other independent variables may relate to the
dependent variables.

Table 10. Canonical loadings.
Variables loading on

Size of

Variables loading on

Size of

Dimension 1

contribution

Dimension 2

contribution

Positive Experiences of Caregiving 0.99

Negative Experiences of Caregiving 0.99

Personal Growth

0.95

Sociality

-0.82

Identity Coherence

-0.21

Origin

-0.73

Sociality

0.15

Identity Coherence

-0.46

Pawn

-0.14

Identity Diffusion

-0.14

In order to further answer Research Question Two, Phases from each carer’s journey were
combined to form a 2 x 2 contingency table because of the small sample size.
Transformations were performed on the data. Five Phases of Carers’ Perceptions of
Consumers’ Experiences of Stages of Recovery were collapsed into two categories: 1) No
Movement Towards Recovery, and 2) Moving Towards Recovery. Six Phases from the
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Family Mental Health Caregiving Journey were collapsed into two categories: 1) Crisis
Present, and 2) No Presence of Crisis. Participants who identified themselves to be in more
than one Phase of Caregiving were excluded from the analysis. No respondents identified
themselves to be in Phase 1 of the Family Mental Health Caregiving Journey; therefore,
this category was excluded. A Chi-Square test of independence was performed and was
found to be statistically non-significant, χ² (1, N = 39) = .23, p > .02. Fifty percent of cell
sizes had an expected count of less than five which indicated a violation of Chi-Square test
assumptions.

A Chi-Square test of independence was applied to the relationship between Phases of the
Family Mental Health Caregiving Journey and Duration of Caregiving. A 2 x 2
contingency design was utilized and data transformations were undertaken. Again, the
six Phases from the Family Mental Health Caregiving Journey were collapsed into two
categories: 1) Crisis Present, and 2) No Presence of Crisis. Duration of Caregiving had
six levels and was collapsed into two categories: 1) Short Term, and 2) Long Term
Caregiving. The test was statistically non-significant, χ² (1, N = 48) = .07, p > .02. Fifty
percent of cell sizes had an expected count of less than five, which indicated a violation
of test assumptions.

A descriptive analysis was performed on the Phases of the Family Mental Health
Caregiving Journey and Phases of Perceived Consumer Recovery because Chi-Square
test assumptions had been violated. Analyses of frequency counts for both measures
revealed carers located in Phase 5 of Caregiving perceived six care recipients to be in the
Preparation Phase, six care recipients were perceived to be in the Rebuilding Phase and
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five were in the Growth Phase of Consumer Recovery. For those carers located in Phase
4 of Caregiving, five consumers were perceived to be in the Moratorium Phase, five were
perceived to be in the Preparation Phase and three were in the Phase of Awareness. Five
participants did not provide responses on the Perceived Consumer Recovery measure. A
total of 13 care recipients were located in the Moratorium Phase, followed by 11 in the
Preparation Phase and ten in the Rebuilding Phase of Perceived Consumer Recovery. In
response to Research Question 2, descriptive analysis suggested carers in later Phases of
the Family Mental Health Caregiving Journey perceived their relatives to be in Phases
representative of Consumer Recovery. For those carers located in Phase 4 of Caregiving,
consumers were perceived to be in early Phases of Consumer Recovery or not in a
process of recovery at all.

In relation to Research Question Three:
Is there a relationship between Types of Identity Scales (Good and Bad Identities) and
Phases of Family Mental Health Caregiving?

In order to explore this research question, a MANOVA was performed. The variables
entered included: Identity Coherence, Identity Diffusion and Phases of Family Mental
Health Caregiving. In this analysis, Identity Coherence and Identity Diffusion were treated
as the two dependent variables and Phases of the Family Mental Health Caregiving Journey
was treated as the independent variable with five levels. This included participants who
identified themselves to be in more than one Phase. Phase 1 was not included because no
participants located themselves in this phase. Phase 2 and Phase 3 were merged together
because only one participant responded to Phase 2. Box’s M was not significant p > .05,
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which indicated homogeneity of variance was met. The result of the Levene’s test of
equality of error variances was not significant for Identity Coherence F (4, 45) = 1.891, p >
.05 or for Identity Diffusion F (4, 45) = 2.192, p > .05, which indicated the assumption of
equal variances was not violated. The remaining MANOVA test assumptions have been
previously addressed (in the data screening section of this chapter). There was a significant
main effect between the five Phases of the Family Mental Health Caregiving Journey for at
least one of the dependent variables, Wilks Lambda Λ = .10, p < .05. Partial eta squared
was 69%. A partial eta squared 0.50 or greater has been considered a moderate effect size
(Cohen, 1992, 1988; Keppel & Wickens, 2004). There was significant univariate effects for
Identity Coherence, F (5, 45) = 61.578, p < .025, and Identity Diffusion, F (5, 45) = 14.601,
p < .025. Partial eta squared was 87% and 62% respectively. The null hypothesis was
rejected, which meant there was a significant difference on Identity Coherence and Identity
Diffusion for participants in different Phases of Family Mental Health Caregiving. Post hoc
comparison tests were performed to determine which means differed. No significant mean
differences were found for groups on either dependent variable. In relation to Research
Question 3, there was a significant relationship between Identity Coherence and Identity
Diffusion and Phases of Family Mental Health Caregiving.

8.4 Summary of the results of prediction of families’
experiences of mental health caregiving
Descriptive analyses and data screening were performed. Three research questions and four
hypotheses were tested. Hypothesis 1a and 1b were both partially supported. Hypothesis 2
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was not statistically supported, although Hypothesis 3 was supported. Research Question 1
was partially supported. In regards to personal constructs and elements, two dimensions
were found. In relation to Research Question 2, a trend was identified in responses to
Perceived Phases of Consumer Recovery and Phases of Family Mental Health Caregiving.
In relation to Research Question 3, a significant relationship between variables was found.
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CHAPTER NINE

An exploration of the meanings and processes of family members’
experiences of caregiving for relatives with serious mental illness in
seven cases

“I consider my son’s mental illness as a gift. A strange thing but it has helped me
appreciate and be grateful for what I have.” Participant
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9.1 Seven cases
I analyzed transcripts of seven cases to explore the meanings, processes and structures of
construct systems. The value of presenting cases will be discussed. The following
information was collected through a demographic questionnaire (see Appendix B) and
reported for each of the study participants: cultural and linguistic background; country of
origin; location of residence; age; gender; disclosure of own mental illness; caregiving
status (primary or shared equally with other family members); occupational status; duration
of caregiving; number of care recipients; hours per week involved in caregiving activities;
living arrangements; care recipients psychiatric diagnosis; types of caregiving support
provided; and degree of engagement with mental health services. The majority of
participants were Australian. Scores for independent and dependent variables for each case
will be compared against overall sample means. I will examine Individual Modified
Repertory Grid Responses. For each Grid, I will report on the following: hierarchical
construct clusters; inter-element distances; and indices of element differentiation. There
were codes which were only identified in two participants. The remaining codes shared by
all seven participants, will be supplied after the seven cases have been individually
examined.

9.2 Value of selecting cases
I selected the seven cases studies on the grounds that, as a group, they reflected a
representative range of the study participants’ personal construct meanings, processes of
construing and structural features of construct systems. No cases were available to
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represent Phase 1 of the Caregiving Journey and one case only represented Phase 2. Two
cases were selected to represent Phase 3: 1) one case represented carers new to Phase 3; and
2) one case represented carers who had returned to Phase 3 having visited other phases in
the journey. Two cases were selected to represent Phase 4: 1) one case represented a shorter
length of caregiving; and 2) one case represented a longer duration of caregiving. The sixth
and seventh cases were selected to represent Phase 5 and Phase 6 of caregiving,
respectively. Cases were also selected based on the following characteristics: duration of
caregiving; gender; cultural and linguistic diversity; carers who were also consumers;
carers who cared for more than one relative; and carers with different kinship relationships
with their relatives. Fictional names were allocated to each case and participant’s
information was made sufficiently less specific to disguise participants’ identities in order
to maintain participants’ privacy and confidentiality.

9.3 Method of analysis
SPSS version 17.0 was used to obtain descriptive statistics of independent and dependent
variables for each case. Procedures for coding transcripts were implemented (Miles &
Huberman, 1994) and these details are available in Appendix J. The freeware Repertory
Grid program GRIDSTAT version 4.0 (Bell, 2004a) and SPSS version 17.0 were used to
perform single linkage hierarchical cluster analyses on seven Modified Individual Rating
Repertory Grids, which had nine supplied constructs and six supplied elements. The most
distinct clusters were reported. Positive or negative meanings applied on the poles of the
supplied constructs: Control over Treatment and Experiencing Ethical/Practical Problems is
dependent on individual interpretation. Midpoint scores on Likert scales indicated
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meaninglessness of constructs to carers or constructs which were outside the participant’s
range of convenience.

I investigated inter-element Euclidean distances with the element Self Now as a reference
point to investigate self-other discrepancies (Bell & McGorry, 1992). This is a measure of
structure (Fransella, Bell & Bannister, 2004). Distances between selves for each case were
compared with one another with small distances indicating similarity between elements and
large distances indicating differences between elements. Intra-class correlation has been
claimed to be a measure of element differentiation, with high correlation scores indicating
differences in elements (Fransella, Bell & Bannister, 2004). Correlations have been argued
to be a poor measure of element differentiation because they are dependent on construct
orientation (Mackay, 1992; Bell, 1999). The Root Mean Squared (RMS) construct-invariant
element correlation has been proposed to be a better measure of element differentiation
because it is able to provide average element correlations without the influence of construct
pole valence (Fransella, Bell & Bannister, 2004). The average of this correlation was used
in this study as an index of element differentiation.

9.4 The value of including case studies
There are a number of reasons why it has been beneficial to incorporate case studies into
this research. Firstly, an understanding of the psychological processes and experiences of
individual carers, which can be lost in investigations of groups, has been captured.
Individual analysis of Modified Rating Repertory Grids has shown that participants can
have Good Identities despite having Negative Experiences of Caregiving. Detailed
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exploration of cases can lead to new lines of research enquiry. In this chapter, I raise
questions about phases and the structure of caregiving models. Carers indicated
simultaneous identification in two different Phases of Caregiving, which challenges
assumptions made in existing caregiving models. The case studies also suggest that
Personal Growth was not linear.

9.5 Case 1: ‘Jane’
Jane is a Caucasian female between 26 and 40 years old, living in Tasmania and suffering
from mental illness. Jane is employed part-time and has been caring, along with other
family members for her teenage daughter for six to 12 months. She spends 11 to 20 hours
per week caring for her daughter, with whom she lives. Her daughter suffers from bulimia
and engages in deliberate self-harm. Jane supports her daughter financially and
emotionally, and she undertakes domestic duties. She often contacts mental health services
on behalf of her daughter and has interacted with them for up to five years. Jane’s daughter
has never been previously hospitalized. Jane identified herself to be in Phase 2 (Crisis and
Diagnosis) of the Caregiving Journey and perceived her daughter to be in Phase 2
(Awareness) of the Consumer Recovery Journey.

The content of Jane’s transcript indicated she had recently experienced a positive change in
her caregiving journey. Her understanding of the meaning systems of her daughter had
improved, along with her daughter’s symptoms. Jane compared her past experiences with
her current situation. She reported anxiety about future caregiving and her daughter’s
future. The following quote from her transcript illustrates her anxiety: ‘Not knowing at
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times what to do. Wondering what the future holds for her’. Jane’s anxiety may indicate she
does not have constructions available to anticipate future events or it may reflect that her
available constructs have a limited range of convenience. Jane also experienced guilt based
on her constructions that she may have caused her daughters illness. For example, she said:
‘Blaming myself as I experienced a psychotic episode and feel this was a trauma in my
daughter’s life’. Guilt is the “perception of one’s apparent dislodgement from one’s core
role structure constitutes the experience of guilt” (Kelly, 1991, p. 370). Jane’s core role
structure as a mother may be to protect and care for her daughter. Jane construed that she
may have acted in discord to her core role by contributing to the onset of her daughter’s
mental illness. The discrepancy she perceived between the way she acted and her core role
has led Jane to experience guilt. Jane had less Negative Experiences of Caregiving than the
overall (M = 69) sample. Her scores on Identity Coherence (M = 0.48) and Identity
Diffusion were lower than the sample mean, while positive relations were higher (M =
0.76). Jane scored higher on both Internal (M = 1.42) and External Locus of Control (M =
1.57) when compared with the overall sample mean; however, there was little difference
between these opposing scales for Jane. She resembled the overall sample in terms of
Personal Growth (66%).

Supplied constructs
According to her midpoint scores, Jane did not find the supplied constucts Control over
Medication and Experiencing Ethical/Practical Problems to be meaningful. She construed
she was having or will have a Meaningful Relationship with her Relative. Ideally and in the
future, she would like to be able to Manage Symptoms, Experience Positive Emotions,
Cope with Crises and Possess Knowledge about Mental Health. For all other elements, she
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gave ambivalent responses, which were indicated by midpoint scores. Jane did however
endorse Poor Management of Consumer’s Symptoms for the elements: Self as Carer, Self
Now and Another Person Involved in Caregiving.

I will comment on the two most distinct clusters which emerged from the hierarchical
cluster analysis. The first cluster consisted of: Control over Medication and Ethical
Problems. The second cluster consisted of: Positive Emotions, Coping with Crisis, Positive
Relations with Staff and Knowledge. A good cluster is indicated by a large relative increase
in coefficient size (Syam, 2009). There was a small distance between Cluster 1 and 2 (1.00)
and a larger distance between cluster 2 and 3 (3.00). The two clusters were distinct from
other supplied constructs. Cluster 1 and 2 and, Cluster 2 and 3 was representative of
‘Responsibility’ and ‘Effective Caregiving’.

Inter-element distances and indices of element differentiation
Large Euclidean distances between elements indicate differences between elements,
whereas small distances indicate similarities between elements. Elements for all cases were
compared against a reference point, Self Now. Ideal Self (5.39) and Future Self (5.10) had
the greatest discrepancy with Self Now, which suggested at the moment Jane is not ideally
who she would like to be. It also suggested that Jane perceives she will be a different
person in the future. Small distances between Ideal Self and Future Self (1.00) indicated
Jane may move closer to her ideal self in the future. Another Person Involved in Caregiving
(1.41) and Self When Caregiving (2.24) had the shortest distances to Self Now. This
indicated Jane conceived herself to be engaged in caregiving and when asked to consider a
person known to her, she indicated they would act similar to her if they were in a
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caregiving role. The large distance between Self Now and Self When not Caregiving (3.87)
indicated there is a part of Jane separate to her caregiving self but she does not currently
construe with that part of her self. The RMS construct-invariant elements average
correlation was 0.58, which was high and indicated overall elements were related to each
other. Jane used a limited number of selves/identities.

9.6 Case 2: ‘Steven’
Steven is a Caucasian male, he is 66 years or older, was born in Germany and lives in
NSW. Steven is a homemaker, no longer in the work force and receives a pension/sickness
benefit. He lives with and is the primary carer for his spouse, who suffers from bipolar
disorder. Steven is most likely to be in Phase 3 of the Caregiving Journey even though he
identified himself to be in several Phases of the Caregiving Journey. He has been
caregiving for over 21 years; therefore, it was unlikely that he would be in Phase 1 or 2.
Even though Steven endorsed items representative of Phase 5, he acknowledged that at
present he has been in crisis and, therefore, I identified him to be in Phase 3 (Repeated
Crises). Steven identified his spouse to be in Phase 1 (Moratorium) of the Consumer
Recovery Journey. His substantial Negative Experiences of Caregiving (M = 120)
supported the fact that he and his wife are in those phases. Steven undertakes the following
caregiving tasks: provides financial, social and emotional support; transport; domestic
duties; and administration. He spends 31 to 40 hours per week engaged in caregiving tasks.
Steven regularly has contact with a private-sector psychiatrist, with whom they have had
contact for over ten years. Steven’s wife has required hospitalization within the past five to
ten years.
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Steven has difficulty construing that he needs help in times of crises. For example, he
wrote: ‘what do I need by way of help in my crisis. Honestly, I do not know…’. It may be
that he has had past experiences where help was offered but was not useful and, therefore,
he has abandoned elements pertaining to construct/s of help. For example, Steven reflected
on past help he had received when in crisis: ‘What then is a crisis service? Sadly, for a
quick response it is the police or the ambulance. We’ve had both…In short, a crisis service
is too late almost by definition’.

Steven tended not to engage in intimate relationships with people in his life. A quotation
from his transcript reflected this: ‘Those that telephone to give me advice what I should do
(and sometime demand that I do it) are not welcome’. His following statement suggested
Steven does not reap the benefits of genuine and honest relationships because he does not
take the risk of revealing parts of himself such as the level of burden he experiences; ‘…I
will speak on the phone in my other persona that shows some cheer in life’. Steven
highlighted the dangers involved when those employed by health and social services do not
try to understand the meaning systems of consumers. He said: ‘It is a relationship between
the giver and the ill person…If it is not so…the ill person has become the subject of a cold
machine that operates by program…It is vile for a person whose mind is disturbed and who
wishes to be heard’. Relating with consumers in a manner which does not promote
reciprocal communication and genuineness is detrimental to their mental health.

Meanings of crises differ between carers and mental health professionals. Professionals
conceptualize crises when consumers are at risk of harming themselves or others, whilst
crises for carers may mean disintegration of relationships or worsening illness symptoms.
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Steven explicitly identified alternative meanings of crises: were explicitly identified, ‘A
carer and family in crisis is as they see it; not as seen by some departmental definition…or
is a crisis no more than my feeling that I can no longer manage…By departmental
definition, this is not a crisis’. Steven’s case exemplifies that, for some carers, there is no
shared meaning between carers and professionals; this means carers would be less likely to
receive aid when they construe situations to be crises.

The following code was identified in Steven’s transcript only, and therefore will now be
reported. Even though only Steven endorsed this code, it may be representative of themes
in wider caregiving populations. A list of all codes identified in this chapter is available in
Appendix N. The code Responsibility reflected carers’ feelings of accountability to and
sole responsibility for their relative’s well-being. This code may not be prominent for carers
who undertake caregiving in conjunction with other family members. This code reflected
the wishes of those carers wanting to relinquish their caregiving responsibilities and
revealed an undertone that carers felt burdened. Quotations from transcripts reflecting
Responsibility included: ‘My wish to escape and that someone else take over my role’
(Carer [C] 2); ‘I have a responsibility to cope, I can not relinquish it or delegate it. The
persons for whom I can remains my responsibility’ (C2); and ‘continually trying to
motivate them is exhausting but I will never stop I know!’ (C4). The alternative pole was
Surrendering Responsibilities of Another, which represented persons admitting they can no
longer fulfil the demanding tasks of caregiving. It would be difficult to find carers who
would actually utilize this construct pole. Carers may entertain the idea, but would not by
choice act on this and the three quotations provide support for this pole.
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The fact that Steven scored lower on Identity Coherence (M = 1.46) and higher on Identity
Diffusion (M = 0.96) than the overall sample indicated that his identities were diffuse. It is
interesting that Steven experienced less Personal Growth (46%) than the overall sample.
Steven was simultaneously in Phase 3 and 5 of the Caregiving Journey. He endorsed
Internal Locus of Control (M = 0.94) more than External Locus of Control (M = 0.62). The
fact that Steven had been caregiving for over 21 years and identified himself in a later
Phase of Caregiving suggested that his Personal Growth was not linear.

Supplied constructs
Steven did not complete the Grid for element 5 Another Person Involved in Caregiving
which may indicate there was no-one in his life who he could construe in his situation.
Midpoint scores for the supplied construct, Manageability of Symptoms, indicated this
supplied construct was meaningless to Steven; however, he indicated that ideally his
preferred pole would be Ability to Manage Symptoms. One of the areas measured in the
construct Internal Locus of Control was perceived abilities. However, across all elements
Steven endorsed the pole, Experiences Practical Problems. Across all elements, his
preferred pole for the Coping construct was Ability to Cope with Crisis, which suggested
he has abilities. Across all elements, his preferred pole for the Control construct was
Having Control over Treatment and Medication. Even though Steven indicated he was in
the midst of crisis, he has abilities to cope, has a sense of control in contributing to his
partner’s treatment regime yet does not perceive he has abilities to manage her symptoms.
Hierarchical cluster analyses were unable to be performed due to missing responses in the
Grids.
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Inter-element distances and indices of element differentiation
As mentioned, Steven did not respond to items related to the element, Another Person
Involved in Caregiving, and this explained why distances were large between this element
and remaining elements. Self When Caregiving (1.41), Self When not Caregiving (1.73)
and Ideal Self (2.24) were most similar to Self Now, which indicated Steven’s Identities
were not all consumed by caregiving. It also indicated that Steven is relatively close to how
he would ideally like to be. The elements Self as Carer and Self When not Caregiving were
similar (1.00), which provides further support that Steven does not differentiate between the
two. Large distances between Future Self and Self Now (3.74) and between Future Self and
Ideal Self (4.36) indicated Steven perceived he may change in the future and that this
change would not be in the direction of his ideals. The RMS construct-invariant elements
average correlation was 0.62, which was high and indicated overall elements were related
to each other. This was evident in his lack of differentiation between, for example, Self
When Caregiving and Self When not Caregiving.

9.7 Case 3: ‘Mary’
Mary is a Caucasian female between 26 to 40 years old who lives in NSW. She is employed
full time and has been caregiving for four to ten years. Mary is the primary carer for her
teenage son who suffers from bipolar disorder and possible schizophreniform disorder. He
does not live with her. Mary provides financial, social and emotional support,
administration and transport, which in total takes up to ten hours per week. She regularly
contacts mental health services and has done so for five to ten years. Mary’s son has not
required hospitalization. Mary identified herself to be in Phase 3 (Repeated Crises) of the
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Caregiving Journey and perceived her son to be in Phase 1 (Moratorium) of the Consumer
Recovery Journey. These perceptions were supported by her following statement, which
indicated Mary has not construed her son’s illness to be chronic, which is an indicator of
Phase 4; ‘…maybe it’s a phase; maybe he will go back on medication and stay well; maybe
the professionals are wrong and he’s just a normal teenager’. This quotation also illustrated
that Mary engages in circumspection. Mary postulated a number of alternative
constructions regarding her son’s behaviour but has not committed herself to test out a
specific meaning. In relation to the study sample, Mary endorsed Identity Coherence (M =
2.02) and Identity Diffusion (M = 1.20) more so than the sample. Compared to the sample
mean, she reported less positive relations (M = 0.39); greater levels of perceived Internal
(M = 1.45) and External Locus of Control (M = 1.45); and had greater Negative
Experiences of Caregiving (M = 104).

When members of a grieving family come together and construct meanings of loss, their
grief can be relieved (Nadeau, 2001). In Mary’s case, she lost her son’s premorbid
construct system and his future potentialities. Her meanings about her son’s premorbid
construct systems have been repeatedly invalidated. During tests of these meanings, Mary
may have noticed glimpses of her son’s previous construct system, which would then have
validated her construct that his previous persona continues to exist and that he has not
changed. Mary has been unable to share meanings with other family members because their
meanings are so different. For example, she said: ‘So hard to go through this when the rest
of the family are relieved that he has moved out…I grieve; they rejoice’.
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Mary acknowledged guilt was prominent in her life, which seemed to be an experience of
many parental carers. Mary doubted constructions of herself as a good parent. She said:
‘Guilt abounds. Did I parent him incorrectly’. Mary reported that she experienced fear and
anxiety about all facets of her son’s life, including relationships, his reputation and his
safety personal construct definition of fear has been described to be “… like threat, except
that, in this case, it is a new incidental construct, rather than a comprehensive construct,
that seems to take over” (Kelly, 1991, p. 364). Anxiety has been described as “… is the
recognition that the events with which one is confronted lie outside the range of
convenience of one’s construct system” (Kelly, 1991, p.365). Mary may not have had the
constructs available to anticipate her son living separate from her or what his life would be
like living with mental illness.

Mary demonstrated use of the supplied construct, Powerlessness versus Feeling
Empowered. The emergent pole appeared to be Powerlessness; for example, she said: ‘I
feel powerless yet he leans on me for love, support, guidance, help’. The dominant pole
was dependent on context because the supplied construct pole, Feeling Empowered
emerged when Mary made reference to managing her own life. For instance, she said: ‘I
have no control over this. I can only control my own life – how involved I get, how I look
after myself…’. These quotations reflected the limited range of convenience of the supplied
construct pole, Powerlessness. In other words, feeling powerless may only pertain to
Mary’s caregiving situation.

Kelly’s (1991) Commonality Corollary was apparent between Mary and her son. The
Commonality Corollary has been defined as the recognition of shared constructs between
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parties even when peoples’ experiences may be different, a sense of unity may occur from
using similar constructions (Kelly, 1991). Mary illustrated this corollary with these words;
‘So I remain quiet. Alone. As my son is alone. Angry, sad, frightened us both’. Even
though their experiences, the son as consumer and Mary as carer may be different, Mary
acknowledged that she shared negative emotions related to her son’s experiences of mental
illness.

Mary reported on the lack of intimacy in the relationship between her son and his father.
Mary stated that her son was unable to be his authentic self with his father because of his
fear of invalidation. Mary illustrated her concern this way: ‘He hides his past, his
symptoms even from his own father (with whom he currently lives). He fears being rejected
by him if he “knew the truth”. Dad sees him as “perfect” – something too hard for my son
to live up to’. It would seem that his father is not in tune with the son’s meaning making
processes (Epting et al., 1996). The son feared revealing his core meanings to his father in
the event that his father would invalidate them. In foregoing this risk, his relationship with
his father was less gratifying and fulfilling (Leitner & Faidley, 1995).

Supplied constructs
Mary endorsed the supplied construct poles, Meaningful Relationships with Relative and
Positive Relations with Staff, for all elements except Another Person Involved in
Caregiving. Across all elements, she endorsed the supplied construct pole, Possessing
Knowledge, except for the element Another Person Involved in Caregiving. When
considering all aspects of self, Mary continued to construe that she had Meaningful
Relations with Consumer, Positive Relations with Staff and was Knowledgeable. Mary
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perceived the opposite would occur for another person known to her if he or she were in her
caregiving situation. Despite the fact that Mary was amidst crisis relations with her son and
staff remained in tact. Two hierarchical clusters were evident. The first cluster consisted of:
Positive Relationships with Staff, Meaningful Relationships with Consumer and
Knowledge. The second cluster consisted of: Managing Symptoms, Positive Emotions and
Control over Treatment. There was a small distance between cluster 1 and 2 (1.00) and a
large distance between cluster 2 and 3 (4.00). Cluster 1 and 2 combined and cluster 2 and 3
combined were distinct from the other supplied constructs. Cluster 1 and 2 combined and
cluster 2 and 3 combined represented ‘Knowledge and Positive Relations’ and ‘Effective
Caregiving’.

Inter-element distances and indices of element differentiation
Future Self (7.07) and Another Person Involved in Caregiving (6.16) differed the most, and
substantially so, from Self Now which indicated Mary envisaged she would be a different
person in the future and that others known to her would not resemble her if they were
caregiving. Self When Caregiving and Self When not Caregiving both had small distances
from Self Now (2.00), which indicated Mary did not differentiate between these two types
of selves. Ideal Self was not similar to Self Now (3.32), which suggested she does not live
ideally how she would like to. The RMS construct-invariant elements average correlation
was 0.31, which was fairly low and indicated selves were not related.

281

9.8 Case 4: ‘Rebecca’
Rebecca is a Greek female between 26 to 40 years old, living in NSW. Rebecca is casually
employed, has completed higher education, receives a pension/sickness benefit and is a
consumer advocate. she has been the primary carer for her mother, who has suffered from
schizophrenia for one to three years. Rebecca identified herself to be in Phase 4 (Illness
Permanency) of the Caregiving Journey and perceived her mother to be in Phase 1
(Moratorium) of the Consumer Recovery Journey. Rebecca spends approximately ten hours
per week undertaking the following caregiving tasks: social and emotional support;
transport; administration; and domestic duties. Even though Rebecca does not live with her
mother she is often in contact with mental health services on behalf of her mother and has
done so for one to five years. Rebecca’s mother has a history of hospitalizations, although
she has not been hospitalized in the previous five to ten years.

Rebecca has achieved some level of acceptance of her own mental illness. Evidence which
supported this claim was in her open attitude towards disclosure of her illness to others and
her involvement in advocacy work. For example, she said: ‘It is hard for me, her denial as I
am really open about my illness and wish she would admit it…’. This quotation also
exemplified the Individuality Corollary because, even though both women have
experienced mental illness, their constructions of illness differ. Rebecca has been found to
reciprocate her understanding of the meaning system of her mother. The following
quotations from her transcript illustrated the rewarding and reciprocal nature of this
relationship: ‘Mum and I like going to the beach. This is where we really connect as mother
and daughter. She is a really good listener’; ‘She is a good confidante’; and ‘Mum also
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looks after me when I am depressed…’. The relationship was characterized by trust and
openness. There were times when Rebecca felt guilt, which may have occurred when
Rebecca felt she was not acting in line with core constructions of self as daughter, friend
and carer to her mother. For example, she said: ‘I often feel guilty if I am not spending
enough time with mum because I am her only friend’.

Compared to the overall sample, Rebecca had less Negative (M = 0.68) and more Positive
Experiences of Caregiving (M = 0.42). Rebecca had achieved a notable amount of Personal
Growth (79%). She had Coherent Identities as noted by higher scores on Identity
Coherence (M = 2.63) and had more positive relations (M = 0.88) compared to the sample.
She tended to endorse an Internal Locus of Control (M = 1.35) more than the overall
sample. Her overall psychological profile indicated an optimally functioning person.
Perhaps this was due to her need to come to terms with her own mental illness. She did not
report how long she had been suffering from her own illness.

Supplied constructs
Rebecca tended to endorse positive poles of supplied constructs when referring to her Ideal
Self. Some supplied constructs and supplied elements were meaningless to her, as indicated
by midpoint scores on Control over Medication for Caregiving Self, Self When not
Caregiving and Another Person Involved in Caregiving. As a carer, Rebecca experienced
Practical Problems. She considered that Another Person Involved in Caregiving would
experience more Stigma than she would. Generally, Rebecca experienced Positive
Emotions; however, when caregiving she experienced Negative Emotions. One cluster
emerged from hierarchical cluster analysis which consisted of: Positive Relations with
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Staff; Knowledge; Coping with Crisis; Meaningful Relations with Consumer; Management
of Symptoms; Positive Emotions; and Control over Medication. There was a large distance
between Cluster 1 and the next supplied construct (4.00) which indicated the initial cluster
was distinct from other supplied constructs. This cluster was representative of ‘Effective
Caregiving’.

Inter-element distances and indices of element differentiation
Another Person Involved in Caregiving (4.58) and Ideal Self (4.00) had a large distance
from Self Now, which indicated Rebecca did not perceive another person she knew would
be like her when caregiving and was not ideally who she would like to be. Future Self
(2.45) had the shortest distance to Self Now, which indicated Rebecca perceived her future
would not differ much. The RMS construct-invariant elements average correlation was
0.57, which was high and indicated selves were related. Rebecca had a limited number of
selves.

9.9 Case 5: ‘Joselyn’
Joselyn is a Caucasian female over 26 years of age living in Victoria. Joselyn is retired,
receivees a pension and has been a primary carer for 11 to 20 years. Joselyn cares for her
two adult sons, whom suffer from schizophrenia and anxiety; she lives apart from them.
She identified herself to be in Phase 4 of the Caregiving Journey, which was exemplified by
her perceptions that caregiving is chronic. For example, she said: ‘…o’wise you could
become resentful about your long term caring role!’. Joselyn spends approximately 11 to 20
hours per week undertaking the following caregiving tasks: social and emotional support;
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transport; administration; and domestic duties. She is in regular contact with mental health
services on behalf of her sons and has been for over ten years. Her sons have been
hospitalized within the last five to ten years. Joselyn reported on one son for the purpose of
this study and perceived him to be in Phase 1 (Moratorium) of the Consumer Recovery
Journey.

Joselyn’s family have to some extent accepted their relative’s mental illness. Joselyn said:
‘I have two “normal” mentally healthy children and I do know they will never desert their
two m/sick brothers!’, which showed that Joselyn’s family differed from Mary’s (Case 3)
family, who did not accept their relative’s illness. Mary reported: ‘So hard to go through
this when the rest of the family are relieved that he has moved out. No longer a “burden” to
them’. The differences in family acceptance and support may have been because Joselyn’s
family had been living with mental illness for at least 11 years, whilst Mary’s family had
been caregiving for only four to ten years. Despite living with mental illness in the family
for 11 years, Joselyn had experienced less Personal Growth (33%) compared with the
overall sample. Joselyn did not have diffused identities, as noted by low scores on Identity
Diffusion (M = 0.44) and she had a greater Internal Locus of Control (M = 1.29) than the
overall sample.

Supplied constructs
Joselyn did not respond to items related to the element, Another Person Involved in
Caregiving. She tended to favour positive poles of supplied constructs across all elements,
which indicated endorsement of the following poles: Meaningful Relationship with
Consumer, Positive Relations with Staff, Coping with Crisis and Possessing Knowledge.
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Midpoint scores on the Likert scale for the supplied constructs Managing Symptoms,
Ethical/Practical Problems and Emotions indicated that these supplied constructs were
meaningless for Joselyn. In regards to Future Self, Joselyn endorsed the negative supplied
construct pole Experiencing Stigma. She perceived she would experience stigma in the
future. She also endorsed having Poor Control over Consumer’s Medication; however,
interpretation of this supplied construct as negative was dependent on individuals’
perceptions. Hierarchical cluster analysis was unable to be performed due to missing cases.

Inter-element distances and indices of element differentiation
Another Person Involved in Caregiving (6.48) and Future Self (3.74) were distant from Self
Now, which meant Joselyn did not consider another known person in her caregiving
situation to be similar to her. She did not perceive she would be different in the future. Self
When not Caregiving (1.41), Self When Caregiving (2.24) and Ideal Self (2.45) had the
shortest distances to Self Now. Joselyn was living close to her ideals. The small difference
(1.00) between Self When not Caregiving and Self When Caregiving indicated Joselyn did
not differentiate between the two. The RMS construct-invariant elements average
correlation was 0.51, which was high indicating related selves. Joselyn had a limited
number of selves.

9.10 Case 6: ‘Amy’
Amy is a Caucasian female aged between 41 to 65 years old. She is a homemaker, receives
a carer’s allowance and is no longer in the work force. Amy suffers from mental illness and
is the primary carer for her partner and adult children, who all suffer from bipolar disorder.
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Amy has been caring for family members with mental illness for over 21 years; she
provides social support and engages in domestic duties as part of her caregiving tasks. Amy
spends approximately 41 hours per week engaging in caregiving tasks. She has often had
contact with mental health services and has done so for at least ten years. Amy’s relatives
have required hospitalizations in the previous five to ten years. Amy has been involved for
25 years in advocacy work, which supported her identification of self in Phase 5 (Personal
Growth) of the Caregiving Journey. She perceived her relatives who she decided to report
on for this study to be in Phase 4 (Rebuilding) of the Consumer Recovery Journey. Amy
reported she had recently transitioned from a period of crisis to a period of stability. When
Amy reflected on her partner’s cognitions, she appeared to be engaging in pre-emptive
construing. For example, she said: ‘He can never be optimistic always thinking the worst’.
Construing in terms of all-or-nothing provides people with ways of ruling out other
constructs (Kelly, 1991). Pre-emptive construing, however, does not allow other meanings
to be attributed to events. Possibly construing her husband in this manner allowed his
behaviour to be predictable and subsequently evoked less anxiety in her.

Amy had substantially fewer Negative Experiences of Caregiving (M = 55), less Internal
and External Locus of Control and experienced more Personal Growth (79%) than the
overall sample. Amy had a strong Sense of Identities as indicated by high scores on the
Identity Coherence Scale (M = 3.79) and low scores on the Identity Diffusion Scale (M =
0.41). She is a carer-consumer, which raised questions about whether this factor enhances
the caregiving expeience. Amy had more positive relations than the overall sample (M =
0.75).
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Supplied constructs
Overall, Amy found the following supplied constructs meaningless: Experiencing
Ethical/Practical Problems; Emotions; Coping with Crisis; Positive Relations with Staff;
and Possessing Knowledge meaningless. Ideally and in the future, she would like to have
Positive Relations with Staff but was ambivalent about responses for other elements, as
indicated by midpoint scores. Amy endorsed the supplied construct pole Inability to
Manage her Relative’s Symptoms for her Self Now, Self When Not Caregiving and Ideal
Self. Perhaps this was an indication that, ideally Amy did not want to manage her relative’s
symptoms. Carers have reported they would rather consumers manage their own symptoms
(Cohn, 2005). Amy perceived that another person known to her involved in caregiving
would not have Meaningful Relationships with Consumers. One hierarchical cluster was
evident which consisted of: Positive Emotions; Crisis; and Knowledge. There were small
distances (1.00 and 2.00) between this cluster and other supplied constructs, which
indicated a poor cluster formation.

Inter-element distances and indices of element differentiation
Ideal Self (4.69) and Future Self (4.24) were distant from Self Now, which indicated Amy
was not ideally who she would like to be and would be different in the future. Distance
between Ideal Self and Future Self (3.16) indicated Amy did not consider she would be
closer to her ideal self in the future. Future Self (5.00) and Ideal Self (5.00) both had large
distances from Self When not Caregiving, suggesting that, in the future and ideally, who
she would like to be would involve some kind of caregiving. The RMS construct-invariant
elements average correlation was 0.34 which was low and indicated selves were not related.
Amy used a number of different selves.
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9.11 Case 7: ‘John’
The last case is John, is a Caucasian male aged between 41 and 65 years living in NSW.
John has been caregiving for 11 to 20 years for his spouse, who suffers from bipolar
disorder, paranoia and schizoaffective disorder. John provides financial, emotional and
social support for his spouse for up to ten hours per week, even though she no longer lives
in the family home. John identified self to be in Phase 6 (Inactive Caring) of the Caregiving
Journey. John is often in contact with the mental health services on behalf of his spouse and
has been for over ten years. John’s spouse has been hospitalized in the previous five to ten
years. John perceived his spouse to be in Phase 4 (Rebuilding) of the Consumer Recovery
Journey.

John used shared constructs when reflecting on his situation. For example, John said that he
and his family members shared meanings when reconstructing their lives: ‘we all see
“moving on” as the main goal of reconstructing our individual lives and finding new
happiness. Myself and the girls see this as sad and tragic’. On other occasions, John’s
meanings of sense of failure were unique to him, for example, he said: ‘There is a sense of
disappointment in myself…a sense of failure, here, on my part’. Carers use both individual
and shared meanings. Unique to John was his experience of guilt when he doubted his
constructions of self-worth as a spouse and capable carer; for example, he said: ‘The
aftermath is that I have betrayed her’. Evidence supporting John’s view that he has acted
outside his core role structures included the fact that he had separated from his spouse and
the invalidation he experienced when attempting to support her. This challenging
relationship has been complicated by his spouse’s limited insight into her illness. In order
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for John not to feel guilt, he needs to increase the range of convenience of his core role
structures to allow vents behaviours such as hospital admissions to be included in his
repertoire of good husband and capable carer.

In terms of Kelly’s dimensions of transition, John exhibited hostility in the way he
construed his relationship with mental health services. “Hostility is the continued effort to
extort validational evidence in favour of a type of social prediction which has already
proved itself a failure” (Kelly, 1991, p. 375). John continued to endorse meanings that
carers are valuable, should be acknowledged by clinicians and included in discussions and
decisions about treatment, which resulted in him feeling frustrated with mental health
services. For example, he said: ‘Our attempts to communicate our observations and
concerns to (wife’s name) psychiatrists over the year have been futile’. Professionals
continually fail to acknowledge carers’ experiences and knowledge, which results in carers’
meanings remaining excluded from mental health system protocols. John continued to use
invalidated constructs and searched for instances which validated his constructions about
his relationship with mental health services. The following quotations from his transcript
illustrated this: ‘…she presents normally to the “doctors”. This is where the system fails!!
Carers’ views, observations, experiences are ignored and they become the
victims/sufferers!!’ and ‘the patient-psychiatrist relationship excludes the carer who has the
potential to greatly assist management of the illness, but in my experience that role is not
sought or valued’.

Recognition that John’s constructs have been invalidated did not mean that his
constructions were inaccurate. Bentley, Viney & Oades (2003) have showed that these
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constructions have been shared by others. John has the option of modifying his current
constructions regarding relations with mental health services or develop adaptive
constructions that do not compromise his beliefs regarding the important roles of carers. He
continued to construe treatment as a means of improving his wife’s symptoms and
returning her premorbid construct system. While John’s construing here does not meet
Kelly’s definition of hostility, it does reflect John’s non-acceptance of the mental health
profession’s position, which he sees as invalidating what he feels ought to be the case. For
example, he said:‘From all of our experiences and professional treatment over the past 12
years one might have expected/hoped for a better outcome – but not so and that is a
frustration’. Continuing to attribute this meaning to treatment,which has over time been
invalidated, is unhelpful.

John and his wife separated and it was apparent that they were no longer trying to
understand the other’s meaning systems. The following excerpt from John’s transcript
revealed his pattern of withdrawal from the relationship: ‘None of these accusations etc are
true but I do not respond to them as they just lead to senseless arguments’. The risk of
engaging in intimate relationships is that others may invalidate constructs that are central to
self. Even though John no longer actively cared for his estranged wife, he appeared to
experience the end of his marriage and caregiving role as a crisis, and he therefore placed
himself in Phase 6 of the Caregiving Journey. This case indicated that some carers may
simultaneously experience Phase 3 and 6, which would be characterized by loss, grief and
crisis. To further complicate John’s situation, he was also grieving the recent loss of his
mother.
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Despite the fact that John has poor relations with his spouse and health professionals, he
had more positive interpersonal relations (M = 0.74) than the overall sample. He reported
shared construing with other family members, which may account for his positive relations.
John reported considerably more Negative Experiences of Caregiving (M = 159) than the
overall sample and was more likely to perceive that events were out of his control (M =
1.17). He had a strong Sense of Identities as indicated by high scores on the Identity
Coherence Scale (M = 2.69) and low scores on the Identity Diffusion Scale (M = 0.24).

Supplied constructs
John endorsed negative poles of the following supplied constructs across most elements:
Poor Control over Consumer’s Medication; Inability to Manage Unpredictable Symptoms;
Experiences Practical Problems; and Inability to Cope with Crises. John provided midpoint
scores for the supplied construct, Relationship with Consumer. Ideally and in the future,
John wanted to live without stigma. He endorsed a Caregiving Relationship only with his
spouse and predicted this would continue in the future. John considered himself to be
Knowledgeable across all selves. There were two distinct hierarchical clusters. The first
cluster consisted of: Control over Treatment and Symptom Management. The second
cluster consisted of: Meaningful Relations with Consumer, Positive Emotions and Coping
with Crisis. There was a small distance between Cluster 1 and 2 (1.00) and a large distance
between Cluster 2 and 3 (4.00). The two clusters were distinct from other supplied
constructs. The clusters represented ‘Managing Illness with Dignity’.
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Inter-element distances and indices of element differentiation
Even though John was in Phase 6, there were large distances between Self When not
Caregiving (9.11) and Self Now, which indicated John still perceived he was a carer. There
were no similarities between self-related elements, as indicated by large distances. The
RMS construct-invariant elements average correlation was 0.47, which was relatively high
and indicated selves were related. John had a limited number of selves.

9.12 Commonalities of codes amongst cases
The following are 16 codes with bipolar meanings identified in two or more case
transcripts, with accompanying quotations. Codes 9 to 16 did not have quotations from all
participants available to support alternative poles. Rather than omit codes in an effort to
tidy loose ends of data (Miles & Huberman, 1994), I believe it is more credible to include
codes with at least support for one pole. Codes have not been listed in any specific order.

1. Self Blame versus Acceptance
This code reflected carers’ sense of self blame for possibly causing their relatives’ mental
illness or not having abilities to manage their relatives’ mental illness. Examples of
statements of participants reflecting Self Blame included: ‘Blaming myself as I experienced
a psychotic episode and feel this was a trauma in my daughter’s life’ (C1); ‘There is a sense
of disappointment in myself since possibly, I could have managed the issues of mental
health and our relationship, better’ (C7); and ‘Guilt abounds. Did I parent him correctly?’
(C3). The alternative to Self Blame was Acceptance and existed when carers were able to
accept their life circumstances and the nature of mental illness. Illustrations of Acceptance
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included: ‘Somehow, I have had to accept this without getting bitter and angry’ (C7), ‘I’m
working on acceptance, hope and “letting go” (C3); and ‘…I have accepted my situation’
(C2).

2. Effective Treatments versus Ineffective Treatments
This code represented references to positive effects of medications, ECT, psychological
treatments, case management, crisis interventions and public mental health service
involvement. Examples of statements reflecting Effective Treatments included: ‘Receiving
therapy that seems to be helping her’ (C1); ‘…Ian is displaying the benefit of receiving the
combination (two) mood stabilizers’ (C6); and ‘The medication worked at one stage…’
(C5). The alternative pole was Ineffective Treatments, which referred to inefficiencies of
these treatments. Examples of statements reflecting Ineffective Treatments included:
‘From all of our experiences and professional treatment over the past 12 years one might
have expected/hoped for a better outcome’ (C7); and ‘After the two recent unsuccessful
treatments in hospital…with medication and ECT’ (C2).

3. Chronic Hope versus Hopelessness
Chronic Hope reflected carers’ beliefs in positive change and optimism towards the future.
Examples of transcript excerpts reflecting Chronic Hope included: ‘…I hang onto hope…’
(C3); and ‘It is hard to be hopeful in the face of his current hopelessness’ (C3). The
contrasting pole, carers feeling Hopeless about their own lives and/or their relatives’ lives
was reflected in this statement: ‘As a carer, I (we) are in a helpless and hopeless
situation…’ (C7).
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4. Powerlessness versus Empowerment.
Powerlessness represented carers feeling excluded from treatment planning and feeling they
had no control over illness related events. The following quotations from transcripts reflect
Powerlessness: ‘Feeling unable to help’ (C1); ‘Myself and the girls see this as sad and
tragic as it is out of our control’ (C7); ‘Our attempts to communicate our observations and
concerns to (spouses name) psychiatrists over the years have been futile’ (C7); ‘I feel
powerless’ (C3); and ‘I have no control over this. I can only control my own life…’ (C3).
The alternative was for carers to feel Empowered and have the abilities to instill change. An
example of an expression of Empowerment was: ‘Feeling I am helping her’ (C1).

5. Caregiving Role versus Roles Other than Caregiving
The code Caregiving Role represented carers’ explicit acknowledgement of their role as
carers for relatives with mental illness. It reflected the integration of these responsibilities
and tasks into persons’ identities. The following are statements from case transcripts
exemplifying this code: ‘My life as a carer in many ways is better than many others I know
of…’ (C4); ‘…my caring role has become a lot less stressful this year’ (C6); ‘…whom I
care at this time…’ (C2); ‘I am a carer, and have been for many years’ (C2); and ‘I am a
primary carer for my mother’ (C5). The alternative pole was Roles Other than Caregiving
which the participant identifies self to have. Participants’ expressions reflecting Roles
Other than Caregiving was exemplified by this statement: ‘…consumer advocacy role,
going to medical appointments for myself as a consumer and sometimes attending a market
research job’ (C5).
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6. Chronic Illness versus Acute Illness
The code, Episodic or Chronic Illness referred to carers’ acknowledgement of the longevity
associated with chronic mental illness. Examples of quotations from transcripts reflecting
Chronic Illness included: ‘…if ever she recovers it will not be the last’ (C2); and ‘…o’wise
you could become resentful about your long term caring role!’ (C4). The alternative pole
was Acute Illness which referred to short illness episodes which may not reoccur. This
participant’s statement reflects Acute Illness: ‘…maybe it’s a phase; maybe he will go back
on medication and stay well; maybe the professionals are wrong and he’s just a normal
teenager’ (C3).

7. Kinship Relationships versus Explicit Reference to the Caregiving Relationship
This code encapsulates relationships other than caregiving that the carer has with the care
recipient, such as marriage and parent-child relations, and references to the family unit.
Carers reflected on previous positive and rewarding relations with care recipients. For
example, carers said: ‘(consumer’s name) was a great partner, mother and person’ (C7);
and ‘This is where we really connect as mother and daughter’ (C5). Explicit Reference to
the Caregiving Relationship was represented when participants referred to themselves as
carers.

8. Carer and Consumer Advocacy versus Consumed by own Caregiving Experiences
Carer and Consumer Advocacy represented those carers committed to helping other carers
or consumers with their mental illness plight. Quotations from transcripts reflecting this
pole included: ‘…and committee member for Association of Relatives And Friends with
Mental Illness (A.R.A.F.M.I)…’ (C6); and ‘My life consists of doing a two day a week
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consumer advocacy role…’ (C5). The alternative pole, Consumed by own Caregiving
Experiences, referred to those carers located in a time and place when they were consumed
by their own experiences of caregiving and were not able to support others.

9. Direct/Indirect Stigma versus Dignity
Direct/Indirect Stigma signified loss of friendships, fear of disclosure, treatments for mental
illness compared with treatments for other illnesses and references to isolation. It referred
to observations of stigma directed at consumers and stigma experienced by carers.
Quotations from transcripts illustrative of Stigma/Indirect Stigma included: ‘Having a
secret and not being able to talk to my friends…’ (C1); ‘All but the staunchest friends stop
seeing them’ (C4); ‘I worry what others think, what they may do’ (C3); ‘I experience no
direct stigma but I know my son does’ (C3); ‘He fears being rejected by him if he “knew
the truth” (C3); and ‘Friends used to telephone; but less and less…an isolation that is self
imposed’ (C2). The alternative pole Dignity referred to carers feeling consumers and
themselves were valued people and the absence of stigma.

10. Support Interventions versus No Support Interventions
The code Support Interventions signified support, tolerance and understanding provided to
carers through support groups and support organizations. Quotations from transcripts
representative of Support Interventions included: ‘Support from family and ARAFMI’
(C1); ‘our stories…that need understanding and succour (which ARAFMI has and can give
in abundance)’ (C2); and ‘I’ve learned much while with ARAFMI’ (C2). The alternate pole
No Support Interventions referred to carers who did not receive support from agencies or
services.
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11. Fear of the Future versus Normal Anticipations for the Future
Fear of the Future signified fears carers held for the safety of consumers and concern for
how consumers’ lives would unfold. Carers feared for their relative’s future rather than
their own and anticipations about the future had a negative undertone. Participants’
statements reflecting Fear of the Future included: ‘Wondering what the future holds for her’
(C1); ‘What will become of her in the future is another issue that weighs upon my mind’
(C7); and ‘The future is uncertain’ (C2). Normal Anticipations for the Future were concerns
that people held about the future which did not relate to caregiving.

12. Crisis versus Manageability
Crisis represented relationship breakdowns and involvement of services such as police and
mental health crisis teams. It reflected incidents that were difficult to manage and
disruptions in persons’ normal routines. Quotations from participants’ transcripts reflecting
Crisis included: ‘When she visits the home, there is often a crisis’ (C7); ‘She is lost and out
of control “please ring the police. I’m wicked” (C2); and ‘…is a crisis [is] no more than my
feeling that I can no longer manage’ (C2). The alternative pole Manageability referred to
carers’ abilities to manage challenging caregiving situations.

13. Sympathy and Empathy versus Unsympathetic and Lack of Empathy
Evident throughout most case transcripts was an underlying emotional tone, held by carers
labelled Sympathy and Empathy, that carers directed towards relatives. It represented
unconditional sadness, love, understanding and sympathy for their relatives’ situation. The
following quotations from the transcripts supported this code: ‘…giving her love, affection
and support, unconditionally’ (C7); ‘Mental illness is a bastard of an illness, the sufferers
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are worse off…’ (C4); ‘It is a relationship between the giver and the ill person…If it is not
so…the ill person has become the subject of a cold machine that operates by program…It is
vile for a person whose mind is disturbed and who wishes to be heard’ (C2); and ‘Feeling
sad about her not liking herself. Wanting to take her pain away’ (C1). The alternative to this
code would be Unsympathetic and Lack of Empathy which represented a lack of felt sense
of sorrow or understanding for another persons’ adversity.

14. Symptoms versus No Attention Directed Towards Symptoms
The code Symptoms represented carers’ perceptions of the behaviours, thoughts and/or
emotions of their relatives that indicated mental illness. Carers described symptoms, used
them to describe how life circumstances occurred and reported on the types of support
expected from them in order to support relatives’ symptoms. Quotations from transcripts
reflecting Symptoms included: ‘…largely the consequence of (consumer’s name) and her
mental instability and irrationality’ (C7); ‘He needs constant reassurance due his often
present ↑↓ levels of anxiety’ (C6); and ‘My mum hears voices…’ (C5). The alternative pole
No Attention Directed Towards Symptoms signified when carers did not mention
behaviours or cognitions indicative of their relatives’ mental illness and focused on other
aspects of the person.

15. Self Care versus Self Neglect and Care of Others
The code Self Care signified carers’ awareness of the need to care for themselves and live
balanced lives. The code Self Care was about carers protecting themselves against their
own mental health vulnerabilities and recognizing that neglect of their own needs may
result in compromised caregiving. Examples of quotations reflecting Self Care included:
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‘You must look after yourself…o’wise you could become resentful about your long term
caring role! (C4); ‘…the need I have to be active in the community for my own mental
health needs’ (C6); and ‘Basically looking after herself I try to maintain an active work life
and social life and sometimes it is hard to ensure mum is okay too’ (C5). The alternative
pole Self Neglect and Care of Others was based on caregiving responsibilities for others
with no attention paid to self care.

16. Chronic Grief versus Temporary Emotional Discomfort/Closure
Chronic Grief indicated negative emotions experienced by carers for the loss of consumers’
previous construct systems or unfulfilled potentialities in consumers’ lives or their own
lives. Participants’ expressions of Chronic Grief included: ‘I admit to feelings of incredible
sadness about my sons…’ (C4); ‘That, of course makes me very sad ongoing’ (C4);
‘Immense sadness that this once vibrant, talented…happy child is now a sad, angry…young
man…this illness has stripped him of his personality, his hopes, dreams and plans’ (C3);
and ‘…the rest of the family are relieved that he has moved out…I grieve; they rejoice’
(C6). The alternative pole, Temporary Emotional Discomfort/Closure, represented the
emotional discomfort experienced in reaction to illness episodes. It was also the emotional
turmoil which carers may experience when caregiving ends.

For the previous eight codes I do not have quotations to support the alternate poles
proposed. The poles appear to have been submerged. I was not able to elicit them and they
were not spontaneously communicated by participants. I will give a brief overview of
Individual Modified Repertory Grid analyses. The majority of participants had low selfother discrepancy scores, which indicated they had a limited number of selves. The
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exceptions were Mary who was relatively new to Phase 3, and Amy, who was in Phase 5.
Both exhibited self-other discrepancies, which indicated the existence of different and
distinct selves for these carers.

Many commentators have recognized that there needs to be improved relations between
carers and mental health staff (Hodgson, King & Leggatt, 2002; Levine & Ligenza, 2002;
Mohr, 2000). The two groups of stakeholders have not tried to understand each other’s
meaning systems. Steven reported differences in the meanings of crises (Hodgson, King &
Leggatt, 2002). The meanings of mental health services have been translated into service
procedures regarding what constitutes a crisis and, therefore, services are inappropriate for
carers.

Small inter-element distances indicated participants did not differentiate between Self
When Caregiving and Self When not Caregiving. This finding provided support for the
notion that caregiving was often perceived to be an extension of inherent family roles, an
idea which has been identified in the literature (Seltzer & Li, 1996). Most carers did not
perceive they were close to their ideal selves and perceived they would be different in the
future. In all cases, carers perceived they were caregiving even when they perceived they
were in the inactive phases of caregiving. In the majority of cases, carers perceived their
relatives to be in the early Phases of Consumer Recovery.
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9.13 Summary of case study results
Seven cases representative of Phases 2 to 6 of the Family Mental Health Caregiving
Journey were presented and analyzed in detail. Background details on each case were
supplied. Eighteen bipolar codes emerged from case transcripts. Codes specific to two
individual cases were identified, and 16 codes identified in two or more case transcripts
were listed. Quotations from transcripts supporting each code were provided. Carers’
experiences of the emotions of guilt, fear, hostility and anxiety were presented throughout
cases and indicated Kelly’s dimensions of transition (1991). The following personal
construct processes were identified throughout cases: pre-emptive construing;
circumspection; Commonality and Individual Corollaries; and understanding the meaning
systems of other persons. Hierarchical construct clusters indicated the existence of
underlying individual constructs. These structures represented ‘Effective Caregiving’.
Similarities between supplied elements of self indicated carers had limited selves.
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CHAPTER TEN

The predictive value of Identity Coherence and Identity Diffusion,
Good and Bad Identity Scales, Interpersonal Relationships, Locus of
Control and Personal Growth

“… I have started on a journey to help me discover myself… The journey will no doubt take
the rest of my life but it so wonderful to at last to be on a road where… I will be able to see
the landscape.” Participant
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In this chapter, I will revisit the hypotheses and research questions of this study,
demonstrate how they have been met and review the findings. The predictive value of the
factors measured in this study will be examined. A personal construct family mental health
caregiving model will be tested and a revised model will be presented. Strengths of the
study will be identified and its limitations will be examined. I will suggest directions for
future research, outline the clinical implications of this study and make recommendations. I
will revisit the study’s aims and demonstrate how they have been met.

10.1 Summary of Hypotheses and Research Questions
I will provide each hypothesis followed by the relevant results.

Hypothesis 1a: Identity Coherence (as measured by the Identity Scale) will predict a
negative relationship with Positive Experiences of Caregiving. Identity Coherence will
predict a negative relationship with Negative Experiences of Caregiving. In particular this
will be evident for the Negative ECI Scales: Stigma Scale and Loss Scale.

Results from canonical correlations partially supported Hypothesis 1a. There was a positive
relationship between Identity Coherence and one of the Positive Experiences of Caregiving
Scales, Good Aspects of Relationship. Carers who had coherent identities were more likely
to perceive their relationships with consumers to be positive. Positive relations were based
on the carers perceiving the consumers as companions, sharing interests with them and
having admiration for their strengths. This finding implies that interventions based on
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improving carers’ Senses of Identities may be more likely to result in carers having more
Positive Experiences of Caregiving.

Identity Diffusion was statistically significant when compared to Australian normative
samples. This may have occurred because the two raters decided to include additional items
in order to measure identities or it may have reflected the nature of carers’ identities.
Mental illness has a profound impact on the present and future lives of family members. It
interrupts relationships, life transitions, employment, plans for retirement and peoples’
perceptions of themselves and how others see them. It is not unusual that carers would be
more likely to reflect on their identities than other people in the community who have not
experienced these significant disruptions in their lives. Awareness of the disruptions in
carers’ lives may explain the unexpected negative relationship found between Identity
Coherence and Positive Experiences of Caregiving.

The study sample showed more extreme scores on Negative Experiences of Caregiving
than most other carer samples. A high degree of Negative Experiences of Caregiving has
been found in studies with carers of anorexia sufferers (Treasure et al., 2001). This may
have occurred because the ECI was originally designed for use with family members of
psychosis sufferers. Inclusion of a scale accounting for negative emotions such as guilt
(which the ECI does not measure) has been recommended in order to account for
differences in negative scores found among some carer samples (Treasure et al., 2001).

Hypothesis 1b: Identity Diffusion (as measured by the Identity Diffusion Scale) will predict
a negative relationship with Positive Experiences of Caregiving. Identity Diffusion will
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predict a positive relationship with Negative Experiences of Caregiving. In particular this
will be evident for the Negative ECI Scales: Difficult Behaviours Scale, Stigma Scale and
Loss Scale.

Results from canonical correlations provided partial support for Hypothesis 1b. This may
be attributed to the less restrictive data assumptions of canonical correlations. Partial
support was provided for a positive relationship between Identity Diffusion and one of the
Negative Experiences of Caregiving scales, Stigma. This suggests that diffused identities
predicted experiences of stigma in family carers – this is noteworthy because the
relationship between Identity Diffusion and the experience of stigma has not been
previously measured. Identity Diffusion scores may represent conflicts between identity
constructs at more peripheral levels of the construct system. The Stigma Scale measured the
direct effects of family stigma. Direct experiences of stigma may lead to conflicted
identities in family mental health carers. Previously, family mental health stigma has been
measured through surveys (Angermeyer et al., 2003). Perceived stigma has been argued to
be more prevalent in samples which consist mainly of parental carers than in those which
consist of carers of other kinship relations (Tennakoon et al., 2000). A large portion of this
sample consisted of parental carers which may explain why the relationship was found in
this sample. It has been argued that parental carers are likely to spend more time with
consumers than other family members. Fifty-two percent of this study’s participants lived
with consumers, which increased their level of contact. It has been argued that parents may
feel a sense of responsibility for their child’s illness (Tennakoon et al., 2000). It could be
argued that the prevalence of stigma was greater in this sample because the sample
consisted mainly of parental carers who tended to have more contact with consumers.
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In the Repertory Grids,the construct Stigma was proximally distant from self elements,
which indicated carers tended not to report experiences of stigma. However, scores on the
ECI Stigma Scale suggested this sample of carers reported more stigma than a sample of
carers of people with psychosis (Treasure et al., 2001) and a sample of carers of
schizophrenic sufferers (Martens et al., 2001). This sample of carers scored similarly to
carers of anorexia sufferers (Treasure et al., 2001). It was argued that the sample of carers
of anorexia sufferers spent more time with consumers and were, therefore, subject to
observing more stigmatizing behaviours (Tennakoon et al., 2000). In this study, the
majority of participants were parents, many lived with consumers and spent a substantial
amount of their time caregiving. These factors may explain greater endorsement on the ECI
Stigma Scale when compared with other carer samples.

The negative relationship found between Identity Diffusion and Loss (on the Negative
Experience of Caregiving Scale) was unexpected; it suggested diffused identities were
related to minimal loss. It may indicate lack of accumulation of experiences, which in the
Kellian sense has been said to occur independent of time. Family carers who have not
attempted to modify or accommodate their constructs in reaction to the trauma of mental
illness have not had the opportunity to make their experiences meaningful. Perhaps once
the losses associated with mental illness have been identified and processed, carers’
identities may become less diffused.

In summary, Identity Diffusion (as measured by the Psychosocial Maturity Scales)
appeared to be a stronger predictor of Experiences of Caregiving than Identity Coherence.
Stigma may be detrimental to the coherence of carers’ identities. Identity Coherence was
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found to increase perceived Positive Aspects of Relationships with consumers. Carers with
diffused identities had less experiences of loss.

Hypothesis 2: Internal Locus of Control will be positively associated with Positive
Experiences of Caregiving. External Locus of Control will be positively associated with
Negative Experiences of Caregiving.

Results from canonical correlations found a negative relationship between Positive
Experiences of Caregiving and External Locus of Control. In comparison to normative
samples, family carers’ scores on Locus of Control were similar. Effect size is
compromised when small sample sizes are used. Perhaps a larger sample and more extreme
scores may have revealed a relationship between Locus of Control and with Experiences of
Caregiving. Alternatively, a measure specific to control within the mental health caregiving
context may have been more sensitive to a relationship than the global measure which was
used.

Hypothesis 3: Personal Growth will be positively associated with Positive Experiences of
Caregiving. Personal Growth will be positively associated with Length of Caregiving.

Positive Growth predicted a significant positive relationship with Positive Experiences of
Caregiving. Personal Growth was defined as the positive interpretations families make in
relation to caregiving. Carers have reported Personal Growth to be a positive gain from
caregiving (Chen & Greenberg, 2004). Personal Growth has usually been identified in the
later phases of the Caregiving Journey (Muhlbauer, 2002; Pagnini, 2005; Tessler et al.,
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1987) and a large portion of participants in this study were identified in these phases. It
could be argued that the correlation of Positive Experiences (as measured by the Positive
Experience of Caregiving Scale) with the Personal Growth Scale is problematic because the
positive relationship may have resulted from shared methods of variance. In other words,
perhaps both measures were tapping into a similar construct and, therefore, would naturally
correlate.

The finding that supports the second part of Hypothesis 3 - Length of Caregiving
significantly predicted Personal Growth – was attributed to one or more of the following
time spans: 1) four to ten years of caregiving; 2) 11 to 20 years of caregiving or; 3) 21 years
of caregiving. Personal Growth was less likely to occur in families who had been
caregiving for less than four years. Carers, however, may have under-reported the length of
time they had spent caregiving because many family members may have been involved in
caregiving even when they had not identified themselves to be carers. Qualitative analysis
of cases revealed that some carers who had been caregiving for a long period of time
identified selves to be in earlier Phases of the FMHCJ, which could be explained by the fact
that family carers are located simultaneously in more than one Phase of the Caregiving
Journey. This provides support for an assumption of this study’s family mental health
caregiving personal construct model that personal growth is not time dependent.
Longitudinal studies measuring Personal Growth would be able to clarify this issue.

Female participants scored lower on Personal Growth than males, which is contrary to what
authors of the scale found in two large samples of German sufferers of chronic illnesses
(Büssing et al., 2005, 2007). Male family carers may have obtained higher scores on
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Personal Growth compared to female family carers for two reasons. Firstly, males were a
minority in the family carer sample and this was not the case in the chronic illness samples.
Secondly, the scores may reflect the nature of personal growth for carers and people
suffering from chronic illnesses. Personal Growth may be more likely to occur in female
chronic sufferers than in female family carers. One difference between the samples was
participants’ distance from illness; family carers have greater distance from mental illness.
In the case of illness sufferers, the event of illness is occurring directly to them and has a
greater impact on sense of selves, which may lead to greater growth. Further investigation
would need to be conducted in order to clarify this issue.

I will now present each research question followed by the results found.

Research Question 1: Do Identity Coherence and Identity Diffusion, Good and Bad Identity
Scales, Interpersonal Relationships, Locus of Control and Personal Growth predict
Experiences of Family Mental Health Caregiving?

Findings from the first canonical dimension, which was found to be approaching
significance, will be discussed here. Effect size is compromised when small samples are
tested. A larger sample size may have revealed a significant canonical dimension. There
was a positive relationship between Interpersonal Relationships and Positive Experiences of
Caregiving. Interpersonal Relationships or Sociality is a measure of the extent of positive
communication between people. Indication of a relationship between these two factors was
an important finding because it has been previously reported that families’ recovery has
been stunted by the fact that families do not discuss illness related events (Lukens et al.,
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2004). This previous finding indicates that there was limited communication or sociality
amongst family members. Family carers perceived they had positive relations with
consumers, which was found to be associated with Identity Coherence. It is not clear if
Identity Coherence or Sociality have mediating effects on relationships with Positive
Experiences of Caregiving.

As predicted, it was found that Positive Experiences of Caregiving would have a negative
relationship with Perceived External Locus of Control and a positive relationship with
Personal Growth. It was unexpected that Positive Experiences of Caregiving would have a
negative relationship with Sense of Identities. In other words, it was unexpected that carers
with coherent identities would have less Positive Experiences of Caregiving. Awareness of
personal losses and consumers’ losses and an awareness of consumers’ and personal
unfulfilled potentialities may lead to a reduction in Positive Experiences of Caregiving. In
terms of clinical implications, interventions aimed at validating losses whilst fostering
alternative ways to construe situations may alter Experiences of Caregiving.

I will comment on findings obtained from an exploration of the multiple Modified
Repertory Rating Grids in order to further answer Research Question 1. Findings obtained
from the analysis of Multiple Modified Rating Repertory Grid revealed the emergence of
two underlying constructs: 1) Empty/Isolated Caregiving, and 2) Stigma. The former
underlying construct accounted for a substantial amount of Grid variation. The reason this
dimension received this label was because it represented lack of the following: abilities;
perceived control; positive relations with staff; and positive emotions. The fact that Future
Self was close to Self as Carer indicated that carers considered their futures would entail
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caregiving. Self as Carer and Self When not Caregiving were close, which indicated carers
did not differentiate between the two. Families perceived that caregiving would be long
term. Distinguishing between selves may have been difficult for family carers they were
mostly parental carers who had been caring for their children for years.

In terms of Good and Bad Identities as measured by the Multiple Modified Rating
Repertory Grids, distances between self elements indicated carers differentiated between
Self Now, Self When Not Caregiving and Caregiving Self. Minimal differentiation between
these different types of selves was indicative of cognitive simplicity. Similar findings were
found in single cases in Chapter Nine. It has been argued that a balance between having too
many and too few selves is optimal (Mair, 1977). It is beneficial to have more selves in
communication with each other than to have selves in individual, isolated communities
(Mair, 1977). Multiple identities have been found to correlate with less emotional problems
(Thoit, 1983), which suggests multiple identities may be beneficial to family carers’ mental
health. Construction of fewer selves by carers in this study may also explain why there
were high levels of Negative Experiences of Caregiving. Clarification is warranted to
determine if carers’ elements were cognitively simple or if this finding was a product of the
types of elements supplied. Perhaps provision of more than six supplied elements or
allowing carers to supply their own elements may help clarify this issue. The disadvantage
of using elicited elements is the difficulty with computing multiple Grids with uncommon
elements. However, family differentiated themselves from others when asked to perceive
another person undertaking caregiving. There was also an indication of hope in terms of
family carers perceiving that, in the future, they would move towards becoming their ideal
self.
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Research Question 2: What is the relationship between Phases of Family Mental Health
Caregiving and Perceived Phases of Consumer Recovery in cohorts?

Qualitative analysis of Phases of the FMHCJ and Phases of the CPCESR indicated
differences in frequencies of phases in both journeys. Family carers were more likely to
identify selves to be in Phases 4 and 5 of the FMHCJ. Family carers reported consumers to
be in the initial Phases of Consumer Recovery, which indicated carers perceived consumers
were not recovering or experiencing minimal recovery. The relationship trend was for
family carers in Phases of ‘Illness Permanency’ or ‘Personal Growth’ to perceive
consumers to either not be recovering or be in the early stages of recovery. This trend may
have occurred because large discrepancies may have existed between comparisons of
consumers’ morbid selves with consumers’ premorbid selves. A 5 x 5 Chi-Square test
performed with a larger sample size may have revealed a significant relationship between
these phases. This design could include: 1) Phases 1 to 5 of the CPCESR and 2) Phases 1 to
5 of the FMHCJ. Family carers who were in the process of acknowledging illness
chronicity or had had the opportunity to contemplate their situation tended to be less likely
to perceive recovery was occurring in consumers.

It was inopportune that all Phases of the FMHCJ were not represented in this sample. It is
common to experience problems recruiting family carers for research (Pagnini, 2005),
particularly in recruiting family carers in the early stages of caregiving. This was a
limitation of all the models reviewed in Chapter Two (Burland, 1998; Carpentier, Lesage &
White, 1999; Karp & Tanarugsachock, 2000; Milliken & Northcott, 2003; Muhlbauer,
2002; Pagnini, 2005; Tessler, Killian & Gubman, 1987; Tuck et al., 1997; Tweedell,
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Forchuk, Jewell & Steinnagel, 2004). Researchers have tried to obtain information about
the early phases of mental health caregiving through adopting a retrospective design
(Muhlbauer, 2002). I attempted to overcome the problem by recruiting participants from
sites not specific to mental health in order to reach families in the community who had not
interacted with mental health agencies. I recruited participants through the following sites:
public libraries, community neighbourhood service web noticeboards, suburban newspapers
and the University of Wollongong notice boards. Part of the problem lies in the fact that
diagnostically it may not be clear to families if relatives suffer from mental illness and,
consequently, families do not label themselves as carers. It has been found that family
members may not identify as carers for years (Muhlbauer, 2002). Receiving a mental
illness diagnosis does not guarantee families will identify themselves as carers.

Research Question 3: Is there a relationship between Identity Coherence and Identity
Diffusion and Phases of Family Mental Health Caregiving?

In response to Research Question 3, there was a significant relationship between Senses of
Identities and Phases of the FMHCJ. A relationship between these two variables has not
been previously measured; therefore, this was a novel finding. It was unable to be
determined which Sense of Identities (Identity Coherence or Identity Diffusion) related
with which Phase of Family Mental Health Caregiving. This was most likely due to the
small sample size.
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10.2 Comparison of sample and family mental health carer
norms
In Chapter Eight, the sample was compared with other carer samples and found to be
similar in terms of gender, age, co-residence, kinship and ethnicity. In terms of generalizing
findings to the wider family carer population, results may not be applicable to culturally
and linguistically diverse carer populations (which has been a problem in previous
research) and the population of ‘hidden’ carers in the community.

I will now compare results obtained for this sample with results obtained from other family
carer and normative samples on the dependent and independent variables measured in this
study. This study’s sample of carers scored highest on both Total Positive and Negative
Experiences of Caregiving Scales in comparison to other family carer samples.
Explanations for why these differences may have occurred have been reported earlier in
this chapter. Twenty-five percent of participants reported they suffered from mental illness
and 35% chose not to disclose this information. In family mental health carer research,
psychological morbidity has been measured by responses on the General Health
Questionnaire (GHQ), which has indicated 12% of British family carers of relatives
suffering from psychosis experience psychological morbidity (Tennakoon et al., 2000).
British carers of adolescents with psychiatric illnesses scored a mean of 15 on
psychological morbidity as measured by the GHQ (Winn et al., 2007). This score is
relatively low and does not indicate psychological morbidity. Carers of consumers aged
between 18 and 45 years who were experiencing first episode psychosis reported
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psychological morbidity (Tennakoon et al., 2000). Living with a family member with firstepisode psychosis might explain why carers experienced more psychological morbidity
than other carer samples. It is difficult to support this claim because not all family carer
research measures psychological morbidity or requests carers to disclose if they suffer from
mental illness.

Scores on Identity Coherence and Identity Diffusion were compared against normative
samples. Family carers’ average scores on Identity Diffusion were most similar to a sample
of 35 to 65 year old adults (Viney, 1987). Family carers’ average scores on Identity
Coherence were greater than other samples. This may have occurred because of the ratings
which were applied. In clarifying ratings for the Senses of Identities Scales, the two raters
decided to apply codes if the following items were present: a) disclosure of own mental
illness; b) identification of caregiving role; and c) disclosure of likes and dislikes. These
items were not outlined in the rating procedures for the Psychosocial Maturity Scales
(Viney et al., 1995); however, it was agreed that including these indicators was important in
measuring family carers’ identities. The difference in ratings between samples may also be
a reflection of the nature of family carers’ identities.

Participants’ Sociality scores resembled scores reported by samples of relocated women
and child bearing women (Westbrook & Viney, 1980). One explanation for score
similarities may have been because these people were all in processes of transition. Sample
participants had either moved to another area, were close to giving birth and becoming a
parent or were engaged in caregiving. Family carers’ scores on Sociality were higher when
compared to the following normative samples: successful university students and medical
316

patients post-hospital admission at follow-up (Viney et al., 1985). The results indicated
family carers had more positive interactions with people than the general population. This
may have occurred because a large portion of participants were female and it is common
knowledge that women tend to use interaction as a coping strategy more than men. Mothers
compared with fathers perceived relations with adult children suffering from mental illness
to be more positive (Pickett et al., 1997). High scores on Sociality reported by Pickett and
colleagues may be explained by the composition of their study sample, which consisted
predominantly of mothers. The amount of care provided to consumers has been found to be
related to the amount of reciprocal care received (Horowitz, Reinhard & Howell-White,
1996). As noted in Figure 4 and Table 12 in Chapter Eight, family carers spent a substantial
amount of their time caring and undertaking a number of caregiving tasks. It was unlikely
that carers were responding in a socially desirable manner because use of the Content
Analysis Scales tends to avoid this problem. People in transition were more likely to rate on
Sociality. These findings also suggested that family carers have more rewarding
relationships than the general population.

Participants’ scores on both the Origin and Pawn Scales resembled scores obtained by a
normative sample of Australian external university students (Viney & Westbrook, 1979).
Scores indicated that carers were more likely to perceive control over events, which
resembled findings in the general population. Other clinical samples have perceived events
not to be in their control. A larger sample size may have found a stronger relationship
between External Locus of Control and Experiences of Caregiving.
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Family carers perceived that consumers were less likely to be in processes of recovery.
Differences in perceptions between family carers and consumers have been previously
reported. For example, consumers have been found to be more optimistic about their
recovery than their families (Borkin et al., 2000). Families have significantly endorsed the
possibility of consumer recovery without staff involvement (Borkin et al., 2000). Carers
and consumers have been found to differ on their perceptions regarding the degree of
stigma experienced by consumers (Schulze & Angermeyer, 2003). Carers have been found
not to under-report evidence of consumers’ recoveries because families have also been
hypervigiliant to any positive changes in consumers’ behaviours during phases of recovery
(Tweedell et al., 2004). To clarify if family carers and consumers’ perceptions of
consumers’ recoveries are similar or different, comparisons of related samples of
consumers’ and carers’ responses on the STORI and CPCESR could be measured.

10.3 Sample representativeness of the family mental health
carer population
Similar to most family carer samples, participants in this study predominantly consisted of
female parental carers between the ages of 41 and 65 years (Bibou-Nakou, Dikaiou &
Bairactaris, 1997; Ludbrook & Hafner, 1998; Pagnini, 2005; Pickett-Schenk et al., 2006;
Seltzer et al., 2004; Stein et al., 2007; Tennakoon et al., 2000; Webb et al., 1998) who were
white Australians. In one study, spousal carers were most prominent followed by parental
carers (Joyce, Leese & Szmukler, 2000). Approximately 65% of participants perceived they
were primary carers and approximately half lived with their relative/s, which is similar to
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previous research findings. Participants mainly cared for relatives suffering from
schizophrenia-related disorders or bipolar disorders, which is similar to other family carer
samples (Ludbrook & Hafner, 1998; Pickett-Schenk et al., 2006; Stein et al., 2007). These
findings were similar for international and Australian research.

I will compare these predominantly Caucasian carer samples with with a carer sample in
China (Lau & Pang, 2007) and another in Israel (Schwartz & Gidron, 2002). The Chinese
sample consisted mainly of families caring for relatives with schizophrenia; carers of
relatives with affective disorders comprised the second biggest group in the sample. The
average age of carers was 45 years and they were mainly female parental carers; spousal
carers made up the second biggest group in the sample. Jewish parental carers in Israel
were predominantly mothers, approximately 58 years of age and living with consumers.
Care recipients suffered from schizophrenia related disorders. Characteristics of the
samples in terms of diagnoses, carers’ gender, age and kinship relations to consumers were
similar to white carer samples.

This study’s sample of carers did not represent indigenous Australians, who comprise 2.3%
of the total Australian population (ABS, 2008a). Forty-four percent of Australian were born
overseas and come from over 200 different countries, which provides an indication of
Australia’s diverse cultures (ABS, 2006). Twelve percent of this study’s carer sample
consisted of people from non-dominant cultural groups. Accessing population information
on family carers who are culturally diverse in Australia was difficult because of some of the
following barriers: poor engagement with services; secrecy and fear of community stigma;
feeling shame; self-blame and the belief that illnesses are family problems, not community
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problems (Kokanovic et al., 2001). Culturally and linguistically diverse carers utilize
services less because of the time it takes families to recognize that a problem exists;
services have also been perceived to be culturally inappropriate (Kokanovic et al., 2001).

10.4 The revised personal construct model of family mental
health caregiving
In Chapter Five, I provided a personal construct model of family mental health caregiving
which consisted of 15 propositions. This model was tested on a sample of 49 family mental
health carers. Testing the model against data was a way to enhance model credibility (Miles
& Huberman, 1994). Results from statistical analysis of quantitative data and seven case
studies will be used to test the model. In this section, I will state how the model performed
and provide appropriate revisions. Rigorous model criteria previously outlined in Chapter
Five will be applied to the model. Figure 6 and 7 are diagrams of the revised model.

Multiple Modified Rating Repertory Grids analysed for this study indicated patterns or
relationships between constructs and elements. Grids have been considered valid if patterns
exist (Fransella, Bell & Bannister, 2004). This study’s grid patterns provided support for
propostion 1 of the model: that family carers engage in meaning making. Propositions 2
and 8, based on unique and shared meanings, have been empirically supported. Seven cases
studies provided codes or meanings which were unique to carers, such as Responsibility.
Cases also provided codes or meanings which were shared by more than one carer, such as
Self Blame versus Acceptance and Chronic Hope versus Hopelessness. Proposition 7,
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based on the integration of caregiving identities into existing kinship relationships, has been
empirically supported. Family carers self elements were cognitively simple, which
indicated carers did not possess differentiated selves; that is, carers were not differentiating
between caregiving identities and parent or sibling identities. A number of propositions (3,
9, 11, 13 and 15) were based on the postulate that family carers would tend to have their
meanings or constructs validated. These propositions were supported by the fact, that on
average carers endorsed the pole Positive Emotions in contrast to the pole Negative
Emotions.

Findings related to perceived Locus of Control showed proposition 5 to be promising.
Family carers tended to rate more on Internal rather than External Locus of Control, which
indicated carers were more inclined to choose those construct poles most likely to extend or
define their construct systems. This suggested carers were moving towards optimal
functioning in terms of developing construct systems capable of predicting future events.
Proposition 6 was based on families’ identification as carers through repeated exposure to
mental health related services. All participants indicated they had contact with mental
health services and acknowledged they were carers. Retrospective studies supported this
claim; however, future studies, including a study of ‘hidden’ carers, would be able to
clarify this proposition. The code Kinship Relationships versus Explicit Reference to the
Caregiving Relationship indicated that carers acknowledge that they have another
relationship with those they care for apart from their premorbid kinship relationship.
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Event. Interpretation/s made.
Has carer had substantial interaction with Mental health services?
Yes. Perceive kinship & caregiving relationship

No.
Refer
to
Figure
10.

No. Perceive kinship relationship

Is carer actively caring? Yes. See below.

Focus on
consumers
meanings?

N

Interpret
event to be
related to
mental

Yes.
Meaningful
relation
with
consumer.

N

Behaviour
reminiscent of
premorbid
consumer?
Y

No.
1) Hope.
2)
Modify
meaning.
3) Grief.

Choose pole which best
extends system?

Yes.
Validation.

No. Less
perceived
control.

Yes.
Perceived
control.

Difficult
to adapt

Compatibility
amongst
identities?

Adaptable

No.
Maladjusted.

Awareness of
intimate
relationship
with consumer?
N

Construct/s
permeable?

Yes.
Adjusted

Reverence

Personal growth will occur based on
interpretation of above processes

Existing meaning system used?
No. Anxiety.

Yes. Validation.

No Further Action. Await Event.

Figure 6. Diagram of the revised personal construct model of family mental health caregiving.
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Is carer actively caring?

No.
Did carer predict caregiving would end?

No.
Invalidation

Yes.
Validation

Chronic grief

No Further Action. Await Event.
Figure 7. Sub section of revised model.

In regards to proposition 7, there was an indication of general compatibility between carers’
identities. Family carers endorsed Identity Coherence Scales more so than Identity
Diffusion Scales. Compatibility between identities indicates psychological adjustment and
suggests damage to higher order constructs, such as core constructs, has not occurred.
Carers tended to experience general compatibility between identities. It was unexpected
that a negative relationship between Identity Coherence and Positive Experiences of
Caregiving approached significance. Canonical correlations indicated Identity Coherence
made a minimal contribution to this relationship (-0.21). An examination of Positive
Experiences of Caregiving Scales was conducted separately and a positive relationship
between Identity Coherence and Good Aspects of Relationships was found, which is
consistent with proposition 7. A negative relationship between Identity Coherence and
Positive Personal Experiences was found. An examination of Negative Experiences of
Caregiving Scales was performed separately and a negative relationship between Loss and
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Identity Diffusion was found. This suggested that carers who had an awareness of their
losses did not have diffused identities. A positive relationship between Stigma and Identity
Diffusion was found, which supported proposition 7. Carers who experienced stigma were
more inclined to have diffused identities. Further investigation is warranted to determine
the validity of this model proposition.

Proposition 9 was based on families new to mental illness and their predictions regarding
the return of relatives’ premorbid selves. The plot of Phases of Caregiving and Experiences
of Caregiving provided promising support for this proposition (see Figure 9 in Appendix
K). The plot indicated that the least amount of Negative Experiences of Caregiving
occurred in Phase 2, which was indicative of carers who had recently been informed of
their relative’s diagnosis. In regards to individual cases, Jane was identified in Phase 2 and
perceived her daughter to be in the early Phases of Consumer Recovery. Jane
acknowledged improvement in her daughter’s symptoms and their relationship. Jane had
less Negative Experiences of Caregiving when compared with the overall sample.

Proposition 11, based on hope and chronic grief, was tested. Distances between the mean
samples Ideal and Future Self elements indicated hopeful construing,which provided
support for proposition 11. The code Chronic Grief versus Temporary Emotional
Discomfort/Closure was identified in all seven case studies. Mary who identified self to be
in a phase of recurrent crisis and had been caring for four to ten years, experienced grief the
earliest compared to other family carers in the journey. Grief was not identified in other
cases, which indicated that these carers were in Phase 2, Crisis and Diagnosis. Grief was
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identified in carers who were in later phases of caregiving. Results from empirical
longitudinal studies may be able to confirm the validity of this proposition.

Ratings on Sociality were greater in the family carer sample when compared to normative
samples, a finding which indicated carers had positive relations and, therefore, provided
support for proposition 13. Results indicated a positive relationship between Sociality and
Positive Experiences of Caregiving. This finding supported the idea that carers have
meaningful relationships which results in Positive Experiences of Caregiving. It is most
likely that family carers made reference to their relationships with consumers or other
family members. Overall, carers endorsed the emergent pole ‘Meaningful Relationships
with Consumers’ as opposed to ‘Caregiving Relationship Only’, a finding that provided
support for proposition 13. This proposition states that carers tend to have meaningful
relationships with consumers.

To more appropriate to conceptualize Personal Growth as a continuous theme or ongoing
process which persons may or may not be engaged in may be more appropriate than to
present in persons than perceive Personal Growth to be an actual Phase of the Family
Mental Health Caregiving Journey. This idea can be explained by PCP. Initially, I
conceptualized Personal Growth to be a phase in the family mental health caregiving model
because it had been identified in this manner in previous research (Muhlbauer, 2002;
Tessler et al., 1987; Tuck et al., 1997). Within PCP, people are conceptualized to be in a
forward moving motion, always seeking out ways to extend and elaborate their construct
systems in order to make more accurate predictions (Kelly, 1991). As people progress
through life, it is expected that they will identify reoccurring themes or patterns, although
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this does not necessarily mean people do. For example, family carers have struggled with
conceptualizing positive gains from catastrophic mental health caregiving experiences
(Marsh et al., 1996). For those family carers who do recognize themes or recurrent patterns,
they can be said to be engaging in Personal Growth. Modifications were made to the model
to reflect this.

Revised proposition 14a) Carers who continually make meaning from illness related events
will experience personal growth; 14b) Carers who do not make meaning from illness
related events will not experience personal growth. Carers who continually make meaning
from or interpretations of illness related events will accumulate experiences. Carers who
make meaning by recognizing recurrent themes or patterns in events will be more likely to
experience personal growth. Those who do not make meaning from or interpretations of
illness related events will acquire fewer experiences. Not all people exposed to trauma and
loss experience personal growth from adversity (Calhoun & Tedeschi, 2001; Marsh et al.,
1996). Carers who do not make meaning will be exposed to a succession of chaotic illness
related events and will experience more negative responses to crises. This proposition is no
longer based on the length of caregiving because it is not the case that the longer families
have been caregiving, the more experiences they will have. Advocacy has been associated
with personal growth; however, it is an activity not undertaken by all carers (Burland, 1998;
Milliken & Northcott, 2003). Carers may advocate on behalf of relatives, other consumers
and carers and this may involve campaigning for improved mental health services through
government legislation.
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It appeared that family carers simultaneously experienced more than one phase of
Caregiving. In regards to the case of John he appeared to be in two phases. John identified
himself to be in Phase 6, ‘Inactive Caring’; however, he also met criteria for Phase 3,
‘Crises and Trauma’. This may reflect the fact that John was in transition and personal
construct models are able to account for transitions. For example, entering Phase 6 may or
may not be traumatic. For those who do not expect caregiving to end, invalidation is likely
to occur. For those who expect caregiving will end, validation is likely to occur and may
result in positive or negative emotions. Accounts of experiences of family members who
enter Phase 6 because of positive changes in carers’ and/or consumers’ lives are lacking in
the literature. For example, positive changes may occur when consumers no longer require
caregiving as a result of increased independence in managing their illness and autonomy.
These transitions would be expected to be subtle. Research based on consumers’ recovery
has also found phases were not linear and consumers were simultaneously identified in
more than one phase (Davidson & Strauss, 1992).

Family members identified selves to be in more than one Phase of Caregiving. This may
reflect a problem with the model or with the questionnaire. Even though some carers were
not actively engaged in caregiving (Phase 6), they were also identified to be in Phase 5
(Personal Growth). Personal Growth has been perceived to be a process rather than a phase.
Accumulation of carers’ experiences will indicate the extent of Personal Growth. I
measured the experiences of a small sample of family members who cared for multiple
family members. Members of this sub-sample reported on average, to be in Phase 5 of the
Caregiving Journey and did not report to be in more than one phase of caregiving. This may
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be because caring for more than one relative may require carers to reflect on and interpret
illness related events occurring in their lives.

Proposition 15 was based on the temporary or permanent end to caregiving. In figure 9 (see
Appendix K) the relationship between Phases of Caregiving and Positive and Negative
Experiences of Caregiving are plotted, showing support for this proposition. Ratings on
Negative Experiences of Caregiving were most evident in two phase, including Phase 6.
The case study of John, represented family members no longer actively caregiving; John
was no longer his wife’s active carer because she had terminated their relationship. John
did not indicate in his transcript if he predicted the end of caregiving would occur.
However, John experienced negative emotions such as grief which provided support for
proposition 15.

Two previous models proposed ‘ideal’ phases of family caregiving (Milliken & Northcott,
2003; Pagnini, 2005); however, empirical evidence has suggested ideal phases to be
dubious. These phases indicate that family members have the ability to choose to move on
with their own lives and reduce their involvement in their relative’s lives. An ideal phase
was not postulated in this model because I have argued that carers do not feel they have
choice in this matter; this claim has been empirically supported in Chapter 9. For example,
the code Responsibility, identified in Steven’s case transcript, reflected feelings of
accountability for relatives’ well-being and feeling solely responsible for them. It did not
indicate that the caregiving journey ends on carers’ terms. Endless caregiving was also
supported by the theme Endless Caring, which has been found in other research (Tuck et
al., 1997). These findings will be reflected in the following additional proposition which
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will be inserted into the model: It is most likely carers will not make the choice to end
caregiving.

The personal construct model adhered to the six standards for personal construct models
outlined in Chapter Five (Viney, 2006). Firstly, the model was based on Personal Construct
Theory and was consistent with Kelly’s (1991) fundamental postulate and 11 corollaries.
Each proposition was presented in language that was understandable to the lay person,
which makes the model clear and concise. The model appeared to be internally consistent;
this assessment was supported by the lack of conflict amongst propositions. A minimum of
15 propositions were presented to account for the complex experiences of family mental
health caregiving. The model was both comprehensive and specific. The model was able to
explain the following factors: identities, interpersonal relationships and personal growth. I
attempted to address a number of areas in family mental health caregiving in the model
without inundating the reader with detail.

10.5 Strengths of the study
There were a number of strengths in this study. Firstly, both quantitative and qualitative
methods were used. The fact that two independent variables were used to measure the
identity construct [Psychosocial Maturity Scales (Identity Coherence and Identity
Diffusion) and Multiple Modified Rating Repertory Grids (Good and Bad Types of Identity
Scales)] was a strong point of this study. Rating constructs used in the Modified Rating
Repertory Grids were based on constructs and/or elements from the family mental health
caregiving literature. These constructs were chosen because they best reflected common
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experiences of family carers. Grid validity was indicated by the existence of patterns and
relationships in the Grids (Fransella, Bell & Bannister, 2004). Intra-class correlations
revealed a significant construct-element interaction, a finding which was considered an
indicator of reliability. Small mean squares were found for both the construct-Grid
interaction and element-Grid interaction; this finding suggested the Grid was a good
representation of the data (Bell, 1999). Use of principal component analysis to
simultaneously examine supplied constructs, supplied elements and multiple Grids was a
strong point of this study.

Use of content analysis was advantageous because it allowed carers to describe their own
experiences with minimal influence from the researcher. Multiple rating scales were
applied to the transcripts without re-administering questionnaires to carers, which was most
appropriate for in this sample of time-restricted and traumatized family carers. The problem
of social desirability, that is, responding in order to please the researcher, was also
minimized by adopting the approach of content analysis. Rigorous verifiable procedures
were adopted to strengthen qualitative findings. I provided a detailed description of the
sample and made comparisons with other family mental health carer samples. This was
performed to enable findings from this study to be transferred to other settings in similar
contexts (Guba, 1981). Transferability is based on the idea that results can be transferred
from one setting to another (Guba, 1981). I attempted to provide qualitative data which
were credible, dependable and confirmable by using carefully chosen procedures.

In order to reduce value laden categorization by the researcher,an index of inter-rater
reliability was acquired. By adhering to strict procedures outlined in manuals on how to
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perform content analysis, I reduced the likelihood of variable categorization (Lebovits &
Holland, 1983). Satisfactory inter-rater agreement was obtained for ratings on a sub-sample
of participants, which inferred content ratings were reliable. Participants were also given
provided the opportunity to add their own constructs to the Modified Repertory Grids.

One of the inclusion criteria for participation in this study was to be actively caring for a
relative. Eight percent of family members participated in the study even though they were
not actively involved in caregiving. These participants reported inactive caregiving for the
following reasons: death of a consumer; separation or divorce from a spouse/consumer; or
the consumer had moved away from caregiving family members. It was beneficial to
incorporate case studies into the research design because psychological processes and
experiences were able to be examined. Case exploration has lead to new lines of research
enquiry. As identified in Chapter Two, none of the all mental health caregiving models and
perspectives reviewed provide details about the number of carers who endorsed particular
Phases of the Mental Health Caregiving Journey. Inclusion of the measurement in this
study was a strength and a novel contribution to carer research. It was also significant that
experiences of families who cared for more than one person were measured. The sample
represented carers from different states throughout Australia.

10.6 Limitations of the study
Family carers had previously had contact with public or private mental health services,
which meant the sample may not have reflected responses from carer populations not
engaged with services. It is difficult to recruit family carers ‘hidden’ in communities who
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do not access services. It has been suggested that family carers who experience shame may
be less likely to seek assistance (Jones, 2004). Family carers who had the opportunity to
participate in this study but did not may represent carers who experience greater levels of
shame. Family carers engaged in advocacy may have been more likely to participate in this
research. Thirty-seven percent of participants were reported in the ‘Personal Growth’ Phase
of the FMHCJ and this phase accommodated for those carers who supported advocacy
activities.

It was my original aim to undertake a prediction study. A small sample size and moderate
to large number of predictor and predicted variables did not allow for more complex
parametric tests to be conducted. Implementation of more robust tests may have resulted in
more significant findings. Limitations are inherent in cross sectional design studies because
changes over time can not be reported. I attempted to recruit a range of carers in order to
provide perspectives from each phase throughout the FMHCJ. A shortcoming of this study
was that I was unable to measure the likelihood that over time carers may change their
caregiving approach in reaction to their relatives’ stage of illness (Milliken & Northcott,
2003). Nonetheless, this was an exploratory study based on understanding identities and
caregiving, and findings obtained have been valuable. The transition from family member
to carer is poorly understood. Some families construed mental health caring to be an
extension of a role they already fulfilled rather than commencement of a new type of caring
role (Chelsa, 1991; Seltzer & Li, 1996).

The following covariates were examined: Duration of Caregiving and Carers’ Perceptions
of Consumers’ Experiences of Stages of Recovery (CPCESR). The number of predictor
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variables investigated in the study and a small sample meant additional covariate variables
were not investigated. The following variables have been found to influence results in other
caregiving research by Baronet (2003): age, gender, duration of caregiving, kinship
relationship with consumer, time spent per week caregiving and phase of caregiving. A
relationship between co-residence with consumers and subjective burden has been found
(Seltzer, Greenberg, Krauss & Hong, 1997; Solomon & Draine, 1995). A strong
relationship has been found between consumers’ symptomatic behaviours and carer burden
(Baronet, 1999, 2003; Maurin & Boyd, 1990).

The eight Psychosocial Maturity Scales have usually been applied in unison to differentiate
which psychosocial stage people are in. It may be argued that the sixth scale of the
Psychosocial Maturity Scales may not have been comprehensive enough to measure Senses
of Identities and may have been the reason for insignificant results. The section on future
research addressed in this chapter may provide an explanation for this. Scoring the scales
can be time consuming and requires a degree of competence and understanding from raters.
The second rater lacked experience and knowledge regarding Content Analysis Scales.
Only one-third of transcripts were rated by a second person due to time limitations. An
inherent assumption was made that communication from participants in the Content
Analysis Scales would include information about the constructs under study (Viney, 1983).
It may have been that information pertaining to identities may not have been accessible to
participants because of language barriers. This may have been the case for information
about identities located higher in construct systems.
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The fact that supplied rather than elicited elements and constructs were used may raise
concern. Doubt has arisen whether researchers use of supplied elements allows for
participants’ repertoire of constructs to be accurately sampled (Bell, 2003). It is important
to provide labels which are meaningful to participants (Fransella, Bell & Bannister, 2004). I
argue the meaninglessness of constructs would be indicated by midpoint scores on the
rating scales. In regards to the analysis of Individual Rating Repertory Grids reviewed in
Chapter Nine, there was some indication that individuals tended to report midpoint scores
on the rating scale indicating meaninglessness of constructs. This suggests that some
supplied constructs may have been meaningless to participants.

I argue that the procedure and method of using Multiple Modified Repertory Grids adopted
was appropriate. Previous research has demonstrated the efficacy of using supplied self
elements (Bell & McGorry, 1992; Button, 1985; Leach, Freshwater, Aldridge &
Sunderland, 2001; Norris & Makhlouf-Norris, 1976). Supplied constructs were obtained
from two sources: 1) the family mental health caregiving literature largely based on
thematic results, and 2) themes derived from an Australian family mental health caregiving
study (Bentley, Viney & Oades, 2003). Similar procedures have been adopted elsewhere
with success (Bell, 2000; Bell & McGorry, 1992). It may have been beneficial, however, if
brief descriptions of each construct had been supplied to participants in order to clarify
meanings. In this study, supplied self elements and supplied family mental health
caregiving constructs and/or elements were useful in determining the nature of selves and
the meanings of constructs related to family mental health caregiving in a carer sample. It
could be argued that construct system differentiation was due to implementation of the
element-by-element rating procedure, which has been demonstrated to result in greater
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differentiation (Epting et al., 1992; R. A. Neimeyer et al., 2002). Construct system
differentiation is also more evident when constructs have been elicited than when
constructs have been provided (R. A. Neimeyer et al., 2002). It could therefore be argued
that differentiation would be less apparent when supplied constructs have been used
compared to use of elicited constructs. The procedure used may have increased construct
system differentiation or cognitive complexity whilst the type of constructs used may have
decreased the likelihood of construct system differentiation.

10.7 Towards future research
There is a number of promising research avenues which have emerged from conducting this
study. Firstly, an empirically based Family Mental Health Caregiving Journey assessment
measure is now available. Previously, there were no questionnaires available of this kind.
This questionnaire has been modified to reflect the final version of the Family Mental
Health Caregiving Journey. This questionnaire is available in Appendix O. Research aimed
at further investigation of the reliability and validity of this questionnaire could be
conducted to ensure this is an appropriate measure of the Family Mental Health Caregiving
Journey. This could involve implementing a longitudinal study and administering the
questionnaire to an independent sample of family carers. The validity of this measure could
be further improved by seeking carers’ perspectives by conducting focus groups.

It was a novel approach to use both Content Analysis Scales and Modified Rating
Repertory Grids to measure Senses of Identities and Types of Identity Scales in carer
samples. These measures could also be adopted to investigate the types of identities in
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mental health consumers. Content Analysis Scales could be used to predict selves in the
Modified Rating Repertory Grids. In others words, Senses of Identities could be used to
predict Types of Identity Scales in order to determine the validity of the Psychosocial
Maturity Scales as a measure of identities. There are other personal construct measures
which could be beneficial in measuring identities in family mental health carers. The
Interpersonal Repertory Grid (IRG) and Threat Index (TI) have been previously used to
measure core role constructs in bereaved adolescents (Meshot & Leitner, 1994). The IRG is
a measure of constructs within persons’ interpersonal worlds. The Threat Index is a
measure of constructs specific to death-related situations and is an operationalization of
Kelly’s definition of threat. Threat has been defined as “…the awareness of imminent
comprehensive change in one’s core structures” (Kelly, 1991, p. 361). Results from these
measures would be able to determine the extent to which families have integrated mental
illness related events into their core role construct systems. Integration would result in low
threat, while poor integration would result in high levels of threat. Adopting a longitudinal
design would allow researchers to determine how core constructs or core role constructs
change over time. Results from these aforementioned measures of identities could be
compared with results obtained from the two measures of Senses of Identities and Types of
Identity Scales used in this study.

Phases of the FMHCJ significantly predicted Senses of Identities. Significance between
mean differences for phase inclusion was not found. Identities were found to be most
diffused during Phase 3, Crises and Trauma. It is not as simple as recommending an
intervention in Phase 2 which would be aimed at preventing diffusion of identities. This is
because carers in Phase 3 may have already been subjected to crises and trauma and be
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transitioning from Phase 4, 5 or 6. One type of intervention is not going to meet the needs
of carers with different levels of competence.

Spending four to ten years caregiving tended to predict Personal Growth. It can not be
stated that four years is the minimum amount of time which must lapse before personal
growth occurs. This is because carers’ responses may have reflected carers who had been
caregiving for closer to ten years of caregiving. Future research would be able to determine
the minimum required amount of time spent caregiving before Personal Growth occurs.
These findings would be important because a positive relationship between Positive
Experiences of Caregiving and Personal Growth was found. A relationship between types
of identities and the direct effects of stigma was also found. Future research could
investigate the relationship between types of identities and the indirect effects of stigma
(otherwise referred to as courtesy stigma). In order to determine if Identity Coherence and
Sociality have mediating effects on the relationship with Positive Experiences of
Caregiving, future research would need to be undertaken. Studies that can further determine
if a significant relationship exists between Sociality and Positive Experiences of Caregiving
are also indicated.

The relationship between Positive and Negative Experiences of Caregiving and Phases of
FMHCJ indicated that carers in Phase 3 of the Caregiving Journey were subject to greater
Negative Experiences of Caregiving (refer to Figure 9 in Appendix K). This was not
surprising considering Phase 3 was representative of recurrent crises and trauma. The
Negative Experience of Caregiving Scale scores peaked again for participants located in
Phase 6. This may have occurred because carers in this phase were no longer actively
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caring and this phase was marked by grief and loss. The ECI was designed to be used with
participants who were actively engaged in caregiving. Participants in Phases 2, 5 and those
participants identified in more than one phase were subject to greater Positive Experiences
of Caregiving. It has been recommended (Martens & Addington, 2001) that the field of
research would benefit from investigation of the differences between within-family
variance between-family variance – that is, investigation of differences in responses of
members of the same family and differences in responses between families as collective
units. Responses and roles of members within families may differ greatly (Martens &
Addington, 2001).

The CPCESR was measured in this study. Discrepancies have been found to exist between
carers and consumers on certain mental health related issues (Angermeyer et al., 2003;
Pagnini, 2005). Carers tended to be less optimistic about their consumers’ recovery. In
order to further understand this relationship, it would be favourable to test a sample of
related carers and consumers. A 5 x 5 Chi-Square could be performed to test the
relationship between each combination of cells. Each cell would represent the five phases
of both Caregiving Journeys and Consumer Recovery Journeys. The extent to which carers’
perceptions reflected the actual experiences of recovery in care recipients was not
addressed in this study.

It was not expected that carers would simultaneously integrate all mental health related
events into their core structures. Integration would be expected to occur with the successive
presentation of a number of mental health-related events over time, which would then be
processed through construing. For example, Steven, the subject of the second case study,
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had been caregiving for over 20 years but he rated low on Personal Growth. This may
indicate he has not integrated mental illness-related events into his core construct system.
The accumulation of experiences has been argued to be independent of time and occurs
with peoples’ successive interpretations or constructions of life events (Kelly, 1991).

10.8 Clinical implications
A model and questionnaire of the FMHCJ allows families and other mental health
stakeholders to understand where carers may have been and foresee the paths or options
available to them in the future. Mental health stakeholders have not been able to measure
which Phase of the Mental Health Caregiving Journey families may be in. This is now
possible with the availability of the FMHCJ Assessment. Appropriate family interventions
for certain periods of mental illness related transitions have been proposed (Levine &
Ligenza, 2002; Pagnini, 2005). The FMHCJ Assessment can be administered to families to
determine which phase they are in and which intervention would be most appropriate.
When carers revisit phases their experiences will be qualitatively different from
experiences of previous visits because of their knowledge of phases gained in the past.
Families new to caregiving would have a qualitatively different experience in Phase 3 than
families who have been caregiving for longer periods.

Once the FMHCJ Assessment has been further investigated it can then be used by the
following: 1) government and non-government mental health services and carer agencies to
determine the location of carers in their Caregiving Journeys; 2) families could use it to
understand where they are located in their journeys and what their future may hold; and 3)
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consumers to understand what their families may be experiencing. Pinpointing the location
of carers in their journeys could inform stakeholders of the type of support required by
carers. Significant results from this study provided evidence that Personal Growth was a
good predictor of Positive Experiences of Caregiving and that the modified SpREUK scale
could be used to measure Personal Growth in family mental health carers.
Identity Coherence was found to predict Good Aspects of Relationships with consumers.
Family interventions could be based on improving carers Senses of Identities in order to
have more Positive Experiences of Caregiving. The personal construct model of family
mental health caregiving could be used as a framework to develop psychotherapeutic group
interventions for family mental health carers. In this study, it was found that carers were
less likely to report consumers were recovering. There was a large mean score difference
on the Total Negative ECI Scale between carers of one recipient and carers of multiple
recipients. This indicated families who cared for one relative had more Negative
Experiences of Caregiving than families who cared for multiple recipients. Carers of
multiple care recipients had been involved in caregiving for a substantially longer period of
time. One family member had been caring for four to ten years and the remaining family
members for over 11 years. During this time they may have accumulated or learnt coping
strategies which mediated the negative effects of caregiving. This finding implies that the
promotion of coping strategies to those new to caring could reduce the degree of Negative
Experiences of Caregiving. It may also be beneficial to incorporate strategies which allow
carers to acknowledge illness recovery in their relatives.

This intervention would be beneficial because research suggests that acknowledgement of
consumers’ recovery may instil hope in families (Bland, 1997). Increasing hope and
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optimism in family mental health carers could be beneficial in improving families’ wellbeing. For example, optimistic mothers who perceived they had high quality relationships
with their sick children were more likely to experience psychological well-being
(Greenberg et al., 2004). Positive changes noticed in relatives sparked positive responses in
the way families interacted with their relatives (Tweedell et al., 2004). Family education
programs recently developed (Pickett-Schenk et al., 2006) included ways in which carers
could facilitate consumer recovery (e.g. by asking relatives about their personal recovery
goals). It would be optimal to have consumers experiencing recovery from mental illness to
share their stories with family carers. The focus of ental health services should not be
limited to reducing carer burden but could include promoting resiliency in families
(McCubbin, Thompson, Thompson & Fromer, 1994). It has been argued that mental health
professionals should implement competency based models of care (Marsh, 1992;
Masterpasqua, 1989) rather than traditional help-giving models of care which focus on
pathology, and tend to increase learned helplessness, dependency and do not increase selfesteem (Dunst, Trivette & Deal, 1994).

10.9 Recommendations
Early detection of family members engaged in mental health caregiving does not occur.
One of the reasons this does not happen is because communities are not educated on mental
illness which results in families not recognizing symptoms of mental illness (Levine &
Ligenza, 2002). This, in turn, results in caregiving families remaining hidden in
communities, without acknowledgement that they are carers and, consequently, without
treatment and support. It has been previously recommended and will be reiterated that
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communities need to be educated (Angermeyer et al., 2003). This would also benefit
consumers because it has been found that early illness detection improves illness prognosis
(Perkins, 2000) and, in turn, would help reduce the severity of the caregiving burden.

It is recommended that accounts of carers ‘hidden’ in communities be sought. This would
include families who have not participated in educational groups or who do not belong to
carer support groups. Some young carers have stated they did not perceive selves to be
carers, which was a barrier to them accessing services (Moore & McArthur, 2007). Fear of
intervention by social services and stigma associated with disclosing parents’ illness to
others were also barriers (Moore & McArthur, 2007). It is crucial to know more about why
these carers remain detached from mental health services and hidden within communities.
The difficulty in obtaining this sample has already been mentioned. Recruitment of a small
sample for qualitative studies using focus groups or interview methods is a realistic aim and
such research would provide insight. Researchers have in the past attempted to overcome
problems with recruitment by implementing retrospective designs; there is, however always
the problem with inaccurate recollections when using retrospective designs.

Carers from some cultural and linguistic minorities have reported that caring for family
members has been deemed a family responsibility (Kokanovic et al., 2001). I have argued
earlier that this phenomenon does not appear to be culturally specific (Cohn, 2005; Harden,
2005). Part of the problem in accessing ‘hidden’ carers appears to be that some cultural
groups may conceptualize the illness to be a family problem rather than a problem to be
shared with health services. Three types of responsibility have been identified in parental
carers (Harden, 2005). Moral responsibility was the most influential, which appeared to
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occur because families lacked knowledge about mental illness. Informing families that
mental illness is a community issue as well as a family issue may alter perceptions. Those
in frontline health care would be able to challenge carers’ perceptions of responsibility. It
has been suggested that because general practitioners are the first point of call for health
care in Australia and other countries, they should enquire if families or carers need support
or education (Kokanovic et al., 2001) and could explore families’ perceptions of caring
responsibilities.

I recommend the design and implementation of an intervention aimed at addressing
disenfranchised grief (Doka, 1989) which would allow family members the opportunity to
grieve the loss of loved ones’ premorbid construct systems, the loss of loved ones
potentialities and the loss of carers own potentialities or hopes. Group programs based on
this concept are not available. It would be beneficial to understand how the grieving
process in mental health caregiving families differs from grief or bereavement associated
with the death of a loved one. For example, comparisons have been made between grieving
parents of children with schizophrenia and those of children with head injuries (Atkinson,
1994). Scores on initial grieving and current grieving (time lapsed since illness onset was
between one and five years) significantly differed. It was proposed that this occurred
because parents of children with head injuries had been given timely notification of their
children’s diagnoses and prognoses. Parents of children with schizophrenia, however, had
become aware of the diagnosis over prolonged periods and, at times, this information was
given haphazardly. Parents of head injured children tended to experience acute grief
reactions, while parents of children with schizophrenia tended to experience chronic
grieving. Parents of children with schizophrenia may not experience a notable grief reaction
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to initial illness episodes. It has been suggested that the quality of information provided and
timeliness of information relating to diagnosis and prognosis may impact on the course of
family grieving. This needs to be explored further with empirical investigation.

This intervention may provide grieving families with a means to gain closure and support
recovery. A reported difficulty with implementing groups programs is that some carers will
be reluctant to accept or acknowledge loss because they perceive this to be a form of
betrayal of relatives who continue to exist (Jones, 2004). Available family interventions
dedicate features of their programs to recognition of negative emotions (Pickett-Schenk et
al., 2006); however, this is not sufficient in addressing the chronic, complicated grief
experienced by carers. Implementation of an intervention for disenfranchised grief would
raise awareness regarding the complicated grief experienced by carers that has to date gone
unnoticed in societies. Mental health training programs could also teach professionals about
the type of grief families experience, which includes guilt and anger. The following are
other suggestions which have been made: professionals can help families establish support
groups (Jones, 2004); negative attitudes that professionals may hold could be addressed
(Eakes, 1995); and staff can increase their understanding of and respect for caregiving
families (Bland, 1998).

I recommend that future use of supplied constructs and/or elements includes brief
descriptions to enable participants or clients to identify with the supplied meanings or
constructs. The meanings that researchers or clinicians apply to construct labels are likely
to differ from meanings that participants apply to labels. Alternatively, participants could
be provided with the opportunity to elaborate their meanings of supplied constructs (Moore
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& G. J. Neimeyer, 1997). Models of family mental health caregiving journeys need to be
tested on carers from non-dominant cultural and linguistical backgrounds to determine the
appropriateness of these models for these minority samples. Otherwise, modifications need
to be made to models to account for different experiences.

Even though it has previously been recommended (Angermeyer et al., 2003; Phelan &
Link, 1998) that the stigma experienced by families of those with mental illness needs to be
addressed, it is worth reiterating this recommendation, given the relationship found
between stigma and types of identities. Stigma needs to be addressed because not only do
carers not seek support but the mental health of consumers has been compromised by
avoidance of services. Community stigma has prevented young carers and their parents
from accessing services (Aldridge & Becker, 2003). Sizeable public education campaigns
based on mental illness have been found to be ineffective in reducing stigma (Phelan &
Link, 1998). Carers have been articulate and innovative in providing solutions and
strategies for reducing mental health related stigma. Family members caring for relatives
with schizophrenia have reported interventions aimed at reducing mental health stigma may
be effective (Angermeyer et al., 2003). Interventions were classified into the following
groups: communication; support; improvement in mental health care; education/training;
and supervision. An example of each category will be provided. Positive information needs
to be disseminated in the mass media. In terms of support for families and consumers, the
development of employment opportunities for consumers would be beneficial. In regards to
improvements within mental health services, enforcement of legal regulations such as anti
discrimination laws may help reduce stigma. Education and training in mental health could
be conducted at school, education and law sectors. Supervisory systems should be put in
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place to ensure compulsory training is undertaken for those in positions of law
enforcement. I also argue that the continuation of research based on Expressed Emotion
maintains negative attitudes within both research and clinical settings. This type of research
implicitly labels families as ‘good’ or ‘bad’ (Hatfield, 1987).

10.10

Evaluation of Aims

The overall aims of the study have been met. Firstly, I determined the value in using the
following factors to predict experiences of family mental health caregiving: Identity
Coherence and Identity Diffusion, Types of Identity Scales, Interpersonal Relationships,
Locus of Control and Personal Growth. The value in undertaking this enterprise was to find
better ways to support carers. Questions which have been raised include: How can personal
growth be facilitated in carers? Why did carers tend to perceive their relatives were not
recovering from mental illness? How do carers define recovery and how do these
definitions compare with their relatives’ and professionals’ definitions? Finding strategies
for carers to gain senses of their own identities may increase carers’ positive perceptions of
their relationships with consumers. These factors have been useful in launching further
lines of enquiry into mental health caregiving.

Secondly, I developed a model of the Experiences of the Family Mental Health Family
Caregiving Journey based on the current mental health caregiving literature. I proceeded to
amalgamate this model with a personal construct model of family mental health caregiving,
which was then tested on a sample of Australian family carers. The model demonstrated
that families were not pathological but were people living with difficult and unexpected
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events. To date, alternative constructions to the medical construction of families’ journeys
have not been available. Medical constructions are not only ineffective for families in
understanding their experiences but provide no direction on how other mental health
stakeholders can support and work with families. The medical model does not appear to be
able to address the request for mental health services to increase responsiveness to carers
and facilitate communication implicit in the 2008 Australian Mental Health Policy
(Commonwealth of Australia, 2009). Personal Construct Theory provides a framework in
which services can increase and facilitate communication with family carers. For example,
a collaborative approach between parties should be adopted, which means levelling out the
power imbalance between professionals and carers.

A personal construct approach would conceptualize carers as active agents making meaning
from their interactions with illness related events. The personal construct model of family
mental health caregiving demonstrated carers’ have useful meanings and continue to find
ways to function optimally in the face of adverse events. The model demonstrated carers
strengths in attempting to manage significant disruptions in their lives which they were not
prepared for. Carers are not passive recipients awaiting direction and prescription from staff
on how to engage with their relatives. The medical model is not appropriate for
conceptualizing families because it disempowers carers, labels them as pathological and
neglects their strengths. Mental health stakeholders and services need to adopt a framework
which enables mental illness to be conceptualized as not stigmatizing.

The personal construct approach is able to avoid the application of labels and preemptive
construing of consumers and their families as nothing more than people with illness and
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their ill-equipped families. Kelly (1991) provided an alternative conceptualization of
psychopathology in terms of diagnoses of transitions, which dictates that illnesses are
temporary rather than all consuming. This construction instils hope in families and
consumers regarding possibilities for change and mental health. It does not implicitly or
explicitly blame families for causing mental illness or for the exacerbation of symptoms. It
has been previously argued that we need to adopt alternative services models (Johnson,
Pfenninger & Klion, 2000; Winter, 1992), alternative illness models to benefit consumers
(Butt & Burr, 2004; Kelly, 1991; Malins, Oades & Viney, 2003; Raskin & Epting, 1993)
and this also needs to be extended to their carers. A personal construct approach and
personal construct models provide frameworks which benefit all mental health
stakeholders, instil hope and optimism, reduce stigma, avoid pathologizing people and
empowers carers.

The study’s third aim - to determine if there was a relationship between Senses of Identities
and Phases of the FMHCJ – was met. A significant relationship between Identity
Coherence and Identity Diffusion and Phases of the FMHCJ was found. Further details
about this relationship were unable to be provided. The extent to which carers perceived
they had a sense, or less of a sense, of who they are would be affected by the phase, or
phases, they identified themselves to be in.
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10.11

Summary of the predictive value of Identity

Coherence and Identity Diffusion, Good and Bad Identity
Scales, Interpersonal Relationships, Locus of Control and
Personal Growth
In this chapter, I demonstrated how the aims of this study were answered and I provided
responses to hypotheses and research questions. The personal construct model of family
mental health caregiving was tested against empirical findings and modified accordingly.
Use of multiple assessment tools to measure identities, for example, was considered a
strong point of this study. It was a strong suit of this study to measure the number of carers
in the majority of Phases of the FMHCJ. Sampling problems may have limited the study’s
findings. Directions for future research in this field were provided. Further investigation of
the validity of the FMHCJ Assessment could be undertaken. Investigations of the validity
of the Psychosocial Maturity Scales as a measure of identities could be conducted. Clinical
implications of findings of the study were provided. I recommended a number of ways to
improve families’ experiences of mental health caregiving.
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Appendix
11.1Appendix A: The Family Mental Health Caregiving Journey (FMHCJ) assessment.
6 Phases
Tick one phase
which best
represents
where you are
at right now in
your life.

Emotions that might
be felt during each
phase

1
Recognition a
Problem
Exists

•
•
•
•
•
•
•
•

2
Crisis &
Diagnosis

3
Repeated
Crises

4
Illness
Permanency

•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•

frustration, anger
concern
confusion
denial
guilt
doubt
fear, worry
love

fear, worry
grief, loss
love, empathy
distress, shock
relief
optimism, hope
frustration, anger
denial, confusion
jealously, guilt
compassion,
sympathy
powerless
chronic grief
disappointment
dissatisfaction
isolation, sadness
relief, hope
fear, worry
frustration, anger
jealousy, guilt
disbelief
compassion, love
acceptance, loss
grief, loss
resentment
acceptance
fear, anxiety
pessimism

We are interested to know at this point in
time where you consider you are located
in your caregiving journey. Some of
these phases may be familiar to you and
some of them may not.
Please indicate which one of the 6
phases of caregiving best represents your
life at the moment.
1a) Do you try to find some explanation
or account for your relative’s unusual or
unsocialable behaviours?
1b) Has it crossed your mind that
perhaps your relative has a mental
illness?
1c) Have you been searching for or tried
to obtain help but have been
unsuccessful?
1d) Would you consider yourself a
‘carer’ for your relative?

Please tick
either yes or
no

2a) Has mental illness created crisis,
upheaval in your family or a period of
instability in your life at this point in
time?
2b) Have you been told by a GP or
health professional that your relative has
a mental illness?
2c) Is your relative receiving treatment
for the first time for mental illness? (for
example, medication, counselling or
hospitalization)

Yes or No

3a) Have you been experiencing many
crises and dilemmas related to your
relative’s mental illness?

Yes or No

4a) Thinking about your relative, are you
going through a stage where there are no
serious problems or crises at the
moment?

Yes or No

Yes or No

Yes or No

Yes or No

Yes or No

Yes or No

Yes or No

396

5
Personal
Growth

6
Inactive
Caregiving

•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•

bitterness, guilt
satisfaction
dissatisfaction
relief, hope
frustration, anger
jealousy, sadness
disbelief, denial
passion, love
grief, loss
acceptance
satisfaction
helplessness
self pride, hope
frustration, anger
jealousy
disbelief, denial
sadness, guilt
compassion
respect, love
admiration
relief, comfort
uncertainty, fear
competency

•
•
•
•

relief, love
grief, loss
guilt, sadness
anger

4b) Do you feel to some degree you are
managing your relatives’ behaviours,
symptoms and your own emotions?
4c) Do you think your relative’s mental
illness will persist and keep reoccurring?

Yes or No

5a) Have you changed your thoughts and
beliefs about your relatives mental
illness and the way you care for your
loved one?

Yes or No

5b) Do you advocate on behalf of your:
relative, other people with mental illness
or even other carers? This means, do you
support or campaign for people and
ensuring their rights are met.

Yes or No

5c) Do you think you have been
lessening the control and responsibility
you hold over your loved one?
5d) Have you been searching for
personal meaning or felt a sense of
competence or empowerment from
caregiving for your loved one?
6a) Are you no longer actively caring for
your loved one? This might be because
your relative has recovered from mental
illness, moved away or you had personal
reasons for not continuing on.

Yes or No

Yes or No

Yes or No

Yes or No
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11.2Appendix B: Demographic questionnaire and other assessments (including Modified
Rating Repertory Grids).

Questionnaire Pack: Predicting the experience of caring for seriously mentally ill people: Senses of
Identities, Interpersonal Relationships, Perceived Control & Personal Growth.
Contains:
1. Demographic questionnaire
2. Content Analysis questionnaire
3. Experience of Caregiving Inventory
4. Personal Growth measure
5. Repertory Grid
6. Stages of Consumer Recovery – Carers’ perceptions
7. The Family Mental Health Caregiving Journey Assessment
It is estimated this questionnaire will take approximately 1 hour to complete. Please feel free to
take a break when needed.
Only ONE member from each family is to complete this questionnaire.
Definition:
An ‘informal carer’ provides care for a person with a mental illness, this may be a family member, spouse or
friend. The carer may provide financial, emotional and/or social support. It may also involve assisting the
person with household duties, providing transportation and personal hygiene.
Inclusion criteria for participants:
1. I have direct experience caring for a mentally ill person
Yes
No
2. I am 18 years or older.
Yes
No
3.

The person/s I care for has a serious and chronic mental illness.
Yes
No

Instructions: Please complete the following questionnaire. Please tick the boxes and provide
written answers where there are lines, if appropriate. Please contact the researcher if you are
unsure about any of the questions. Thankyou.

Name: _______________________________

Date: _______________________
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Questions regarding yourself:
4.

Gender

5.

In what age range do you fall?

18-25
6.

Male

26-40

41-65

Female

66+

Were you born in Australia?

Yes

No

If no, please specify which country you were born in……………………………….
1.

Do you speak a language other than English at home?

Yes

No

If yes, please specify which language you speak …………………………………….
2.

Are you from a culturally and linguistically diverse background?

Yes

No

If so, please specify what your cultural background is……………………………
3.

Please list the suburb you live in?.....................................................................

4.

Please tick one or more of the following, which best describes your current situation:
Tick
Employed – Full time
Employed – Part time
Employed – Casual
Unemployed
Taking care of home and family
Completing a course in higher education
Carers allowance
Pension/sickness benefit
Not in the work force OR retired
Other (please specify)

5.

Do you currently suffer from or have suffered in the past from a mental illness?

Yes

No

I choose not to answer

Information about your caregiving experience.
6.

How long have you considered yourself to be a carer for a person with a mental illness?

0-6 months

6-12 months

1-3 years

4-10 years

11-20 yrs

21yrs +
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13. Do you care for more than one person with a mental illness?

Yes

No

14. Does the person you care for live with you?

Yes

No

15. What is the relationship between the person you care for and yourself?
They are your:
Tick
Parent
Son/daughter
Husband/wife
sibling
Grandparent
Grandchild
Other relative
Friend
Neighbour
Partner
Other, please specify
16. In what age range is the person you care for?
12 & under

13-17

18-25

26-40

41-65

66+

17. If you know, what type of mental illness does the person you care for have?
e.g. Schizophrenia, bipolar disorder, anxiety disorder.
…………………………………………………………………………………………………
18. Please tick the activities/tasks you help the person you care for with.
Tick
Personal hygiene
Financially support them
Provide social support/outings
Provide emotional support
Help them make appointments/complete paperwork etc
Provide transport for them
Do domestic duties for them (cook, clean, food shopping)
19. How many hours a week do you spend involved in caring activities/responsibilities:
Tick
0-10 hours
11-20 hours
21 – 30 hours
31 – 40 hours
41 + hours
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a)

20. Which best describes your current situation? Please tick one box.
A primary caregiver can be considered the person most involved and responsible in
helping manage their loved ones mental illness. Do you consider yourself to be a primary
caregiver?

Yes
Or
b) Are you along with other family members involved in caring for your loved ones mental
illness? Does this resemble your situation?
Yes
Information about mental health services.
Public and private mental health services are designed to treat people with mental illness. They
can be acute services (e.g. hospital admission) or community based services (e.g. case
management, therapy, counseling).
21. How frequently do you contact mental health services to help care for your loved one?
Never

Rarely

Sometimes

Regularly

22. How long have you been interacting with mental health services for?
0-1 month

1-6 months

6-12 months

1-5 years

5-10 years

10 years +

23. Has the person you care for been hospitalized to treat their illness?
Yes
No

24. If yes, have they been hospitalized in the previous 5-10 years?
Yes

No
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Instructions
I’d like you to write for me for a few minutes about your life at the moment – the good things
and the bad – what it is like for you. Once you have started please write continuously for about
5 minutes trying not to stop or go back and change what you have written, just write whatever
comes to mind. Try and complete these pages.
Please print clearly and try to complete as many pages.

……………………………………………………………………………………………………………………
……………………………………………………………………………………………………………………
……………………………………………………………………………………………………………………
……………………………………………………………………………………………………………………
……………………………………………………………………………………………………………………
……………………………………………………………………………………………………………………
……………………………………………………………………………………………………………………
……………………………………………………………………………………………………………………
……………………………………………………………………………………………………………………
……………………………………………………………………………………………………………………
……………………………………………………………………………………………………………………
……………………………………………………………………………………………………………………
……………………………………………………………………………………………………………………
……………………………………………………………………………………………………………………
……………………………………………………………………………………………………………………
……………………………………………………………………………………………………………………
……………………………………………………………………………………………………………………
……………………………………………………………………………………………………………………
……………………………………………………………………………………………………………………
……………………………………………………………………………………………………………………
……………………………………………………………………………………………………………………
……………………………………………………………………………………………………………………
………………………………………..…………………………………………………………………………
……………………………………………………………………………………………………………………
……………………………………………………………………………………………………………………
……………………………………………………………………………………………………………………
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EXPERIENCE OF CAREGIVING INVENTORY
The following pages contain a number of statements that commonly apply to persons who care for relatives or
friends with a serious mental illness. We would like you to read each one and decide how often it has applied
to you over the past one month. If it has never happened or rarely happened you would CIRCLE the
number 0 or 1. If it has happened sometimes, then you would CIRCLE the number 2. If it has happened
often or seems to have happened nearly always, then you would CIRCLE the number 3 or 4. It is important
to note that there are no right or wrong answers. Also, it is best not to spend too long on any one statement.
Often your first reaction will usually provide the best answer. While there seem to be a lot of statements, you
will find that it won't take more than a moment or so to answer each one.
During the past month how often have you thought about:
0 =never, 1=rarely, 2=sometimes, 3=often, 4=nearly always
1.
2.
3.
4.
5.
6.
7.
8.
9.
10.
11.
12.
13.
14.
15.
16.
17.
18.
19.
20.
21.
22.
23.
24.
25.
26.
27.
28.
29.
30.
31.
32.
33.
34.
35.
36.

PLEASE CIRCLE
Your covering up his/her illness
Feeling unable to tell anyone of the illness
His/her difficulty looking after money
Having to support him/her
What sort of life he/she might have had
His/her risk of committing suicide
I have learnt more about myself
I have contributed to others understanding of the illness
Being unable to do the things you want to do
How health professionals do not take you seriously
His/her dependence on you
Helping him/her to fill in the day
I have contributed to his/her wellbeing
That he/she makes a valuable contribution the household
The effect on your finances if he/she becomes more seriously ill
Dealing with psychiatrists
Him/her always being at the back of your mind
Whether you have done something to make him/her ill
That he/she has shown strengths in coping with her illness
I have become more confident in dealing with others
How family members do not understand your situation
That he/she is good company
I have become more understanding of others with problems
How he/she thinks a lot about death
His/her lost opportunities
How to deal with mental health professionals
Feeling unable to have visitors at home
How he/she gets on with other family members
Backing him/her up when she runs out of money
How family members do not understand the illness
How he/she deliberately attempts to harm herself
I have become closer to some of my family
I have become closer to friends
I share some of his/her interests
I feel useful in my relationship with him/her
How health professionals do not understand your situation

01234
01234
01234
01234
01234
01234
01234
01234
01234
01234
01234
01234
01234
01234
01234
01234
01234
01234
01234
01234
01234
01234
01234
01234
01234
01234
01234
01234
01234
01234
01234
01234
01234
01234
01234
01234
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During the past month how often have you thought about:
0 =never, 1=rarely, 2=sometimes, 3=often, 4=nearly always

37.
38.
39.
40.
41.
42.
43.
44.
45.
46.
47.
48.
49.
50.
51.
52.

PLEASE CIRCLE
Whether he/she will ever get well
Feeling the stigma of having a mentally ill relative
How to explain his/her illness to others
Others leaving home because of the effect of the illness
Setting him/her up in accommodation
How to make complaints about his/her care
I have met helpful people
I have discovered strengths in myself
Feeling unable to leave him/her home alone
The effect of the illness on children in the family
The illness causing a family breakup
Him/her keeping bad company
How his/her illness effects special family events
Finding out how hospitals or mental health services work
Doctors knowledge of the services available to families
The difficulty getting information about her illness

01234
01234
01234
01234
01234
01234
01234
01234
01234
01234
01234
01234
01234
01234
01234
01234

During the past month how often have you thought about him/her being:
53.
54.
55.
56.
57.
58.
59.
60.
61.
62.
63.
64.
65.
66.

Moody
Unpredictable
Withdrawn
Uncommunicative
Not interested
Slow at doing things
Unreliable about doing things
Indecisive
Irritable
Inconsiderate
Behaving in a reckless way
Suspicious
Embarrassing in appearance
Behaving in a strange way

01234
01234
01234
01234
01234
01234
01234
01234
01234
01234
01234
01234
01234
01234
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Modified Rating Repertory Grids
The Grid is concerned with the impressions you have of images of your self, ideals as well as
impressions of some other people.
Circle a number between 1 and 5 on the scale below. For example, if you consider that
ideally you would like to have a meaningful relationship with your relative, then circle ‘1’ or
‘2’ or , if you consider that ideally you would like a caretaking only relationship with your
relative, then circle ‘4’ or ‘5’. By circling ‘3’ you would like to have a meaningful
relationship on some occasions and a caretaking relationship on other occasions.
Definitely this

Definitely this

end of the scale

end of the scale
<-------1-----2------3------4------5------->

‘My ideal self’ refers to how you would like to see yourself, your preferred.
Meaningful relationship with
relative
I have positive relations with
mental health staff
I experience stigma
Controllability over relative’s
medication & treatment
I am able to manage my relatives
symptoms
I experience ethical problems

1

2

3

4

5

Caretaking relationship only

1

2

3

4

5

Feeling ‘out of the loop’

1
1

2
2

3
3

4
4

5
5

I do not experience stigma
No control

1

2

3

4

5

Symptoms are unpredictable

1

2

3

4

5

I experience more practical
problems
I mainly feeling positive emotions
1 2 3 4 5 I mainly feeling negative
emotions
I cope with crisis
1 2 3 4 5 I feel ineffective
Knowledgeable
1 2 3 4 5 Limited knowledge
If you wish, please include your own elements below.
Make sure you provide the both sides/poles of these elements.
1 2 3 4 5
1 2 3 4 5
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Circle a number between 1 and 5 on the scale below. For example, if you consider that
ideally you would like to have a meaningful relationship with your relative, then circle ‘1’ or
‘2’ or , if you consider that ideally you would like a caretaking only relationship with your
relative, then circle ‘4’ or ‘5’. By circling ‘3’ you would like to have a meaningful
relationship on some occasions and a caretaking relationship on other occasions.
Definitely this

Definitely this

end of the scale

end of the scale
<-------1-----2------3------4------5------->

‘Myself as caregiver’ refers to how you see yourself caring for a person with mental illness.
Meaningful relationship with
relative
I have positive relations with
mental health staff
I experience stigma
Controllability over relative’s
medication & treatment
I am able to manage my relatives
symptoms
I experience ethical problems

1

2

3

4

5

Caretaking relationship only

1

2

3

4

5

Feeling ‘out of the loop’

1
1

2
2

3
3

4
4

5
5

I do not experience stigma
No control

1

2

3

4

5

Symptoms are unpredictable

1

2

3

4

5

I experience more practical
problems
I mainly feeling positive emotions
1 2 3 4 5 I mainly feeling negative
emotions
I cope with crisis
1 2 3 4 5 I feel ineffective
Knowledgeable
1 2 3 4 5 Limited knowledge
If you wish, please include your own elements below.
Make sure you provide the both sides/poles of these elements.
1 2 3 4 5
1 2 3 4 5
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Circle a number between 1 and 5 on the scale below. For example, if you consider that
ideally you would like to have a meaningful relationship with your relative, then circle ‘1’ or
‘2’ or , if you consider that ideally you would like a caretaking only relationship with your
relative, then circle ‘4’ or ‘5’. By circling ‘3’ you would like to have a meaningful
relationship on some occasions and a caretaking relationship on other occasions.
Definitely this

Definitely this

end of the scale

end of the scale
<-------1-----2------3------4------5------->

‘Myself as I usually am when not in the caregiving role’ refers to how you see yourself
most of time. Some of you may find your answers similar to the previous page, especially if
you are caregiving all the time.
Meaningful relationship with
relative
I have positive relations with
mental health staff
I experience stigma
Controllability over relative’s
medication & treatment
I am able to manage my relatives
symptoms
I experience ethical problems

1

2

3

4

5

Caretaking relationship only

1

2

3

4

5

Feeling ‘out of the loop’

1
1

2
2

3
3

4
4

5
5

I do not experience stigma
No control

1

2

3

4

5

Symptoms are unpredictable

1

2

3

4

5

I experience more practical
problems
I mainly feeling positive emotions
1 2 3 4 5 I mainly feeling negative
emotions
I cope with crisis
1 2 3 4 5 I feel ineffective
Knowledgeable
1 2 3 4 5 Limited knowledge
If you wish, please include your own elements below.
Make sure you provide the both sides/poles of these elements.
1 2 3 4 5
1 2 3 4 5
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Circle a number between 1 and 5 on the scale below. For example, if you consider that
ideally you would like to have a meaningful relationship with your relative, then circle ‘1’ or
‘2’ or , if you consider that ideally you would like a caretaking only relationship with your
relative, then circle ‘4’ or ‘5’. By circling ‘3’ you would like to have a meaningful
relationship on some occasions and a caretaking relationship on other occasions.
Definitely this

Definitely this

end of the scale

end of the scale
<-------1-----2------3------4------5------->

‘Myself as I am now’ refers to how you see yourself at this moment in time, right now.
Meaningful relationship with
relative
I have positive relations with
mental health staff
I experience stigma
Controllability over relative’s
medication & treatment
I am able to manage my relatives
symptoms
I experience ethical problems

1

2

3

4

5

Caretaking relationship only

1

2

3

4

5

Feeling ‘out of the loop’

1
1

2
2

3
3

4
4

5
5

I do not experience stigma
No control

1

2

3

4

5

Symptoms are unpredictable

1

2

3

4

5

I experience more practical
problems
I mainly feeling positive emotions
1 2 3 4 5 I mainly feeling negative
emotions
I cope with crisis
1 2 3 4 5 I feel ineffective
Knowledgeable
1 2 3 4 5 Limited knowledge
If you wish, please include your own elements below.
Make sure you provide the both sides/poles of these elements.
1 2 3 4 5
1 2 3 4 5
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Circle a number between 1 and 5 on the scale below. For example, if you consider that
ideally you would like to have a meaningful relationship with your relative, then circle ‘1’ or
‘2’ or , if you consider that ideally you would like a caretaking only relationship with your
relative, then circle ‘4’ or ‘5’. By circling ‘3’ you would like to have a meaningful
relationship on some occasions and a caretaking relationship on other occasions.
Definitely this

Definitely this

end of the scale

end of the scale
<-------1-----2------3------4------5------->

‘Another person involved in this caregiving situation’ refers to how you see another
person caring for a person with mental illness; you may use a specific example of a particular
person if this helps you to fill out the Grid or imagine someone else caring for your relative
such as family, relatives, friends, neighbours.
Meaningful relationship with
relative
I have positive relations with
mental health staff
I experience stigma
Controllability over relative’s
medication & treatment
I am able to manage my relatives
symptoms
I experience ethical problems

1

2

3

4

5

Caretaking relationship only

1

2

3

4

5

Feeling ‘out of the loop’

1
1

2
2

3
3

4
4

5
5

I do not experience stigma
No control

1

2

3

4

5

Symptoms are unpredictable

1

2

3

4

5

I experience more practical
problems
I mainly feeling positive emotions
1 2 3 4 5 I mainly feeling negative
emotions
I cope with crisis
1 2 3 4 5 I feel ineffective
Knowledgeable
1 2 3 4 5 Limited knowledge
If you wish, please include your own elements below.
Make sure you provide the both sides/poles of these elements.
1 2 3 4 5
1 2 3 4 5
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Circle a number between 1 and 5 on the scale below. For example, if you consider that
ideally you would like to have a meaningful relationship with your relative, then circle ‘1’ or
‘2’ or , if you consider that ideally you would like a caretaking only relationship with your
relative, then circle ‘4’ or ‘5’. By circling ‘3’ you would like to have a meaningful
relationship on some occasions and a caretaking relationship on other occasions.
Definitely this

Definitely this

end of the scale

end of the scale
<-------1-----2------3------4------5------->

‘Myself in the future’ refers to how you see yourself in two years from now.
Meaningful relationship with
relative
I have positive relations with
mental health staff
I experience stigma
Controllability over relative’s
medication & treatment
I am able to manage my relatives
symptoms
I experience ethical problems

1

2

3

4

5

Caretaking relationship only

1

2

3

4

5

Feeling ‘out of the loop’

1
1

2
2

3
3

4
4

5
5

I do not experience stigma
No control

1

2

3

4

5

Symptoms are unpredictable

1

2

3

4

5

I experience more practical
problems
I mainly feeling positive emotions
1 2 3 4 5 I mainly feeling negative
emotions
I cope with crisis
1 2 3 4 5 I feel ineffective
Knowledgeable
1 2 3 4 5 Limited knowledge
If you wish, please include your own elements below.
Make sure you provide the both sides/poles of these elements.
1 2 3 4 5
1 2 3 4 5
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Stages of Consumer Recovery: Carers’ Perceptions.
Instructions: Below are six statements describing how people may feel at times throughout their
course of mental illness. Please read all five statements before you start answering the questions.
Then, tick the boxes opposite each statement to show whether you consider your person has ever felt
that way or not about their life since you have been caring for them. You may tick more than one
box after each statement, if you like.
Consider the person you care for when
completing this.
“I don’t think people can recover from
mental illness. I feel that my life is out of
my control, and there is nothing I can do
to help myself.
“I have just recently realized that people
can recover from serious mental illness. I
am just starting to think it may be
possible for me to help myself.”

Tick
box

Answers
This describes quite well how they feel now.
This describes how they have felt in the past.
They have never felt this way.
This describes quite well how they feel now.
This describes how they have felt in the past.
They have never felt this way.

“I am starting to learn how I can
overcome the illness. I’ve decided I’m
going to start getting on with my life.”

This describes quite well how they feel now.
This describes how they have felt in the past.
They have never felt this way.

“I can manage the illness reasonably well
now. I am doing OK, and feel fairly
positive about the future.”

This describes quite well how they feel now.
This describes how they have felt in the past.
They have never felt this way.

“I feel I am in control of my health and
my life now. I am doing very well and the
future looks bright.”

This describes quite well how they feel now.
This describes how they have felt in the past.
They have never felt this way.

Now, of these five statements, which one would you say most closely describes how your person
has been feeling about their life over the past month? Tick only one box:
A)
B)
C)
D)
E)
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Below are four statements about how people can feel about aspects of their lives. For the past
month, how much would you agree with each statement? Please circle the appropriate number.

1. My relative is
confident that they
will find ways to
attain their goals in
life.
2. My relative
knows who they are
as a person, and
what things in life
are important to
them.
3. The things my
relative does in their
life is meaningful
and valuable to
them.
4. My relative
considers
themselves
completely
responsible for their
own life and
wellness.

Disagree
strongly

Disagree
somewhat

Disagree
slightly

Agree
slightly

Agree
somewhat

Agree
strongly

1

2

3

4

5

6

1

2

3

4

5

6

1

2

3

4

5

6

1

2

3

4

5

6

Thankyou kindly for your time, knowledge & courage in answering this questionnaire.
Please mail this completed document & signed consent form to:
Att: Cathy Bentley
University of Wollongong
School of Psychology, Postgraduate rooms 139c
Northfields Avenue
Wollongong NSW 2522
Do you have any comments? Please let me know.
……………………………………………………………………………………………………
……………………………………………………………………………………………………
……………………………………………………………………………………………………
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11.3Appendix C: A version of the modified Personal Growth Scale.
Instructions: Below is a list of statements that describe how people sometimes feel about
themselves and their lives. Please read each one carefully and circle the number that best
describes the extent to which you agree or disagree with the statement. Circle only one number
for each statement and no not skip any items.
Strongly
Disagree
Not
Agree
Strongly
Disagree
Sure
Agree
My relative/spouse/friend’s
1.
mental illness is a chance for
0
1
2
3
4
my own development
My relative/spouse/friend’s
2.
mental illness has meaning
0
1
2
3
4
My relative/spouse/friend’s
3.
mental illness offers a hint to
0
1
2
3
4
change my life
Because of my
4.
relative/spouse/friend’s mental
0
1
2
3
4
illness, I reflect on what is
essential in my life
I am able to affect the course
5.
of my relative/spouse/friend’s
0
1
2
3
4
mental illness by myself
My relative/spouse/friend’s
6.
mental illness encourages me
0
1
2
3
4
to get to know myself better
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11.4Appendix D: A template of the recruitment letter.
PAVING THE WAY: CAN IDENTITY, RELATIONSHIPS & PERCEIVED
CONTROL HELP MAP THE CAREGIVING JOURNEY?
Hello, my name is Cathy Bentley and I am a student completing a psychology clinical PhD at the
University of Wollongong. This will involve completing a research project. I am interested in families or
people who care for someone with a serious mental illness. This includes people with schizophrenia,
bipolar disorder, depression, obsessive compulsive disorder, anxiety and others. We believe that family
members & carers have valuable knowledge & would like you to share this with us.
Do you know someone with a mental illness?
Do you suspect that a loved one may have a mental illness?
•
Anyone who is a relative or carer for someone with a serious mental illness
(you may be a sibling, partner, parent, adult child or friend) can participate.
•
Are you 18 years or older?
Why are we doing this research?
•
In an attempt to unravel the mystery of mental illness, we will piece
together a map of the caregiving journey.
•
Working towards recovery oriented services.
•
Research involves collecting data which can be used as statistical evidence that change needs to
occur or that a program is effective. This helps make changes occur in the mental health service.
Research is a way for you to have a voice so services hear what you need & want.
•
We are interested in measuring if the factors: identity, interpersonal relationships, perceived
control and personal growth predict the experiences of mental health caregiving. Some of the questions
we are interested in answering include:
•
Does the nature of identities differ throughout different phases of caregiving?
•
What is the nature of the relationship between carers sense of identities across caregiving phases
and perceived phase of recovery consumers may be in?
•
Does an internal or external locus of perceived control determine more positive or negative
caregiving experiences?
•
We want to uncover how the caregiving journey is different for people that have been caregiving
for a short or longer time.
What do you get?
•
The opportunity to reflect on your feelings & experiences & share them with people who want to
hear your story.
•
The following are just some of the outcomes which will be produced from this research:
•
Comparison of a model of family mental health caregiving against a model measuring carer’s
perceptions of consumer recovery. Results will determine if carers and consumers experience similar or
different phases throughout their journey and/or if phases occur simultaneously or overlap at any time.
•
Determine what happens to family members’ sense of self or identity throughout their
caregiving journey. Dissemination of these findings and recommendations to mental health organizations
and families may result in the development of interventions that are appropriate to your needs and
implemented at times when you need them most. Service providers would be better informed in terms of
what you may need to help you maintain a sense of self and coherence at certain phases of caregiving.
•
Sound postgraduate level research supported by the University of Wollongong & Illawarra
Institute of Mental Health.
•
Disseminate these findings to non government, government mental health organizations and
you, the participant.
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What do you have to do?
•
Its FREE & CONFIDENTIAL.
•
We have some interesting methods of capturing your story & some
questionnaires to complete. Takes approx. 1 hour. Questionnaire packs can be posted to you. I look
forward to hearing from you soon,

U
W

NI VERSI TY
OF

OL L ONGONG

Please contact me NOW on **** *** *** or ****@uow.edu.au for further
information or to participate!

Warm regards, Cathy

11.5Appendix E: Information sheets and consent forms.

INFORMATION SHEET
Paving the way: Can Identities, Interpersonal Relationships, Perceived Control & Personal Growth
help the map the caregiving journey?
This research is being conducted by Cathy Bentley, as part of a clinical research PhD in psychology,
supervised by Professor Linda Viney, Dr. Nadia Crittenden in the School of Psychology at the University
of Wollongong and Professor Frank Deane at the Illawarra Institute of Mental Health (iiMH)/University
of Wollongong.
The purpose of this study is to investigate factors that predict the experience of caring for someone with a
serious mental illness paying particular attention to the following factors: identity, relationships and
personal control. It will be explored which factors are protective and detrimental to the caregiving
experience.
This research will be based within a personal construct framework, which, focuses on the meanings
people develop, and use to interact and interpret their world. It is a constructivist approach, which
emphasizes that each individual constructs his or her own reality. Results from this research will
contribute to accumulating knowledge on the experience of caring for someone with a serious mental
illness. This information will be useful in designing appropriate programs or interventions aimed to
support carers.
Carers will participate in a semi-structured interview, which should take approximately 1.5 hours. Semistructured interviews will be conducted in organizations for carers or local community centres most
convenient to the carer. This will involve completing seven questionnaires. These questionnaires are
based on topics such as: personal growth, different areas of caregiving and recovery stages of people with
a serious mental illness. One of the questionnaires requires you to write about your current experiences.
Responses to this will be coded (given a number or label) later by the researcher and may also be viewed
by the supervisor/s or clinical psychology masters student. This is to ensure the researcher has correctly
coded responses however participants will not be identified from their responses. Another task will
require you to answer questions by the researcher. Questionnaires will be held secure within the
university for 15 years. Any electronic data will be stored on a password protected computer disk.
It is not anticipated that participants will become emotionally upset during completion of questionnaires
although it may possibly occur. Participants should be aware they are able to refuse to complete
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questionnaires without experiencing negative consequences. In the event that a participant becomes
distressed, debriefing will be provided by the researcher at the end of the interview. Alternatively,
Lifeline is a free and confidential telephone counseling service that participants can phone to receive
support, contact details: 13 11 14.
Participants are not obliged to participate in this research and have the freedom to refuse participation.
Carers that have consented to participate but would like to withdraw are free to do so without
experiencing negative consequences from the researcher or any of the organizations they are affiliated
with and the University of Wollongong. If you wish to attend the semi-structured interview please
organize alternative caring arrangements if you consider it necessary to ensure the person you care for is
looked after.
If you would like to discuss this research further please contact Cathy Bentley: phone (**) **** ****,
email ____@uow.edu.au or Professor Linda Viney: (**) **** ****. If you have any further enquiries
regarding the conduct of the research please contact the Secretary of the University of Wollongong
Human Research Ethics Committee on (**) **** ****.

CONSENT FORM
Paving the way: Can Identities, Interpersonal Relationships, Perceived Control & Personal Grwoth
help the map the caregiving journey?
This research is being conducted by Cathy Bentley, as part of a clinical research PhD in psychology,
supervised by Professor Linda Viney, Dr. Nadia Crittenden in the School of Psychology at the University
of Wollongong and Professor Frank Deane at the Illawarra Institute of Mental Health (iiMH)/University
of Wollongong.
I consent to participate in ‘Paving the way: Can Identities, Interpersonal Relationships, Perceived Control
& Personal Growth help the map the caregiving journey?’ research. I have been given information about
the research project and am aware that I will be asked to complete questionnaires in a semi-structured
interview format.
I understand my participation in this research is voluntary and I am free to refuse to participate and to
withdraw from the research at any time. My refusal to participate or withdrawal of consent will not affect
my treatment or relationships with the University of Wollongong/Illawarra Institute for Mental Health or
any other networks or support organizations advertising this research.
I have been notified of potential risks and burdens associated with the research. I am aware that topics
discussed may be of a sensitive nature and that this may create emotional distress. I have had the
opportunity to ask Cathy Bentley any questions I may have about the research and my participation.
I understand that the data collected from my participation will be used for thesis publication, presentation
at conferences and conference paper publications, and I consent for it to be used in this manner. I
understand that the data used in this manner will not include information that is able to identify myself.
Signed
……………………………………………….
Name (please print)
……………………………………………….

Date
……/……/……
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11.6Appendix F: Procedures for applying Content Analysis Scales.
These procedures have been outlined by Viney et al. (1995) and Viney & Caputi (2005).
1. Type written transcripts.
2. Divide transcripts into clauses.
3. Apply each of the three scales to each clause where appropriate.
4. Conduct a word count.
5. Complete a content analysis score sheet.
a. Calculate frequency counts of scales apparent in each transcript.
b. Calculate correction factor.

11.7Appendix G: Procedures for randomly selecting a sample of transcripts to be rated
by a second person.
1.
2.
3.
4.

Obtain a table of randomized numbers.
Assign numbers to each of the transcripts.
Use a die to select a starting point on the table. The die is then used to randomly select the column
and the row to commence from in the table.
The total number of transcripts will determine if single digits, tens or hundreds are required. Each
time a number within the range of transcripts appears on the table, it is assigned to the first transcript.
This process is repeated until the entire number of transcripts has been assigned numbers. In this
case, 33% of transcripts were required therefore the first third of entire transcripts was randomly
selected.

11.8Appendix H: The inter-rater reliability formula.

Reliability =

Number of agreements
_________________________________________
Total number of agreements

+

disagreements

(Miles & Huberman, 1994, p. 64).
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11.9Appendix I: Constructs and/or elements for Modified Repertory Grid supplied by
participants (n = 6)
Participant

Construct and/or element supplied

Preferred pole

Grid construct
or element
was supplied
under

1

a) I’m able to do all I hoped I
would in life vs. Loss & grief
regarding career/life
b) I have no worries that he will
have enough support if I die vs. I
worry for my husband’s welfare if
something happened to me
a) Opportunity to achieve personal
goals vs. No opportunity due to codependence
b) Freedom to manage own use of
time vs. Constant need to have my
time controlled
c) Relative has no insight vs.
Relative has full insight
d) My family of origin has/had
mental health issues vs. Family of
origin has no mental health issues
e) Balanced life vs. Life over,
balanced by caregiving
f) Contentment vs. Guilt ridden
g) Social life vs. No social life
h) Getting on with my personal
goal vs. Devoting all time to caring
i) Personal identity vs. Loss of
identity (due to co-dependence)
j) Ability to empower vs.
Disempowering attitude
k) Ability to relate in a “real way”
vs. Puts down, demeans
l) Striving to empower relative
more vs. In a rut no change
m) Constantly seeking new
information vs. Never seeking new
information
a) Money management vs.
Reckless spending
b) Romantic feelings vs.
Alienation
c) Financial support vs. Nonfinancial support
a) My daughter well & I can stop
worrying about her illness vs. My
daughter still sick
b) I am very helpful vs. Not
knowing exactly how to help, what
to say
c) Having a secret vs. Not having a
secret

a) Loss & Grief Regarding
Career/Life

2

b) I worry for my husband’s
welfare if something happened
to me

6

a) Opportunity to Achieve
Personal Goals

1

b) Freedom to manage own use
of time

1

c) Relative has full insight

2

d) My family of origin has/had
mental health issues

2

e) Balanced life

3

f) Contentment
g) Social life
h) scored mid range

3
4
4

i) Personal identity

4

j) Disempowering attitude

5

k) Puts down, demeans

5

l) Striving to empower relative
more
m) Constantly seeking new
information

6

a) Money management

1

b) scored in the mid range

2, 3, 4

c) scored in the mid range

5

a) My daughter well & I can stop
worrying about her illness

1

b) scored in the mid range

2

c) Not having a secret

3

1

2

2

2
2

2
2
2
2
2
2
2
2
2

3
3
3
4

4

4

6
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4
5

6

6
6
6

d) I have a secret vs. Not having a
secret
a) I am fully involved in matters
other than mental illness vs. I am
not (or isolated) involved in other
matters
a) I believe she will be fully
functioning adult vs. I believe she
will be ‘disabled’ all her life
b) The future is good vs. The
future is more of same
c) Financial resources unlimited
vs. Limited financial resources
d) Myself not causing her
problems vs. Myself as cause of
her problems

d) I have a secret

4

a) I am fully involved in matters
other than mental illness

1

a) I believe she will be fully
functioning adult

1

b) The future is good

2

c) Limited financial resources

2

d) Myself not causing her
problems

3

11.10 Appendix J: Procedures for coding transcripts.
Procedures outlined by Miles & Huberman (1994) were used to code transcripts.
1. Select cases: Seven cases were selected from a sample of forty-two available transcripts. Cases were
selected on the basis that each case reflected personal construct meanings, processes of construing
and structural features of construct systems. Cases representing each Phase of Family Mental Health
Caregiving were selected. Cases were also selected based on the following characteristics: duration
of caregiving, gender, cultural and linguistic diversity, carers who were also consumers, carers who
cared for multiple care recipients and cares with differing kinships relationship with their relatives. A
background description of demographic characteristics of each participant was created similar to the
document form described by Miles & Huberman (1994).
2. Type of code: I applied descriptive codes to text in which case the minimum amount of interpretation
was required.
3. Creating codes: Analysts have the option of using predefined codes identified in the literature or opt
for a more inductive coding approach or grounded approach in which codes data is more
representative of the codes. I adopted the latter approach in which preliminary codes emerged with
descriptions.
4. Naming codes: Codes were bipolar in nature and names reflected the polar opposite of codes. Labels
applied to codes needed to be general enough to encompass diversity in meanings from different
participants yet simple enough to be represented in a few words. Descriptions of codes and
subsequent poles have been provided in Chapter Nine. Providing detailed descriptions and supportive
evidence (in the form of quotations) allows the reader to discern if similar conclusions would have
been reached (Stake, 2000).
5. Assigning codes to text: Segments of text from multiple participants supported some codes. In other
instances text from one participant reflected codes. These codes were still included as they may have
been representative of individual differences or may have reflected less common phenomena in the
subsample selected. Throughout the process of code identification I was always scanning for the
possibility of new codes.
6. Revision of codes: Transcripts were read numerous times on different occasions to ensure text
representing new meanings had not been missed. Transcripts were re-read to ensure the labels
assigned to codes accurately reflected the supporting text.
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11.11 Appendix K. Demographic characteristics of the carer sample.
Table 11. Participants employment status in frequency counts and percentages (n = 49).
Employment status

Frequencies

Percentages

Employed

Full time

12

24%

Part time

16

33%

Casual

3

6%

Works from home

1

2%

Unemployed

1

2%

Taking care of home and family

14

29%

Completing a course in higher education

4

8%

Receiving a carers allowance

7

14%

Receiving a pension or sickness benefit

7

14%

No longer in the work force or retired

18

37%

Volunteer

1

2%

Number of Participants

18
16
14
12
10
8
6
4
2
0
none

0-10hrs

11-20hrs

21-30hrs

31-40hrs

41hrs+

Hours spent caregiving

Figure 8. Participants length of time per week undertaking caregiving tasks (n = 49).
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Table 12. Activities participants engage in whilst supporting consumers (in frequencies and
percentages) (n = 49).
Activities

Frequencies

Percentages

Providing emotional support

47

96%

Providing support with domestic duties

39

80%

36

73%

Providing transport

35

71%

Providing social support or outings

34

69%

Providing financial support

31

63%

Assistance with maintaining personal hygiene

11

22%

(including cooking, cleaning, shopping)
Assistance with administration
(completion of paperwork, appointment keeping)

Details relating to particpants’ response patterns
One participant reported that they were not actively involved in caregiving at time of
participation due to their relative living overseas. Six participants identified self as
carers of more than one person however two of these participants completed
questionnaires designed for carers of one relative. Responses from these two cases were
treated as carers of one relative. Three participants completed the questionnaires in
retrospect because they were no longer actively engaged in caring. One participant
completed the questionnaire in the present moment even though her relative had
committed suicide and she was no longer actively caring. The remaining participants
completed questionnaires in the present moment. Even though these participants were
no longer actively caring, their perspectives, representative of the Inactive Caring Phase,
was valuable for this study. One participant tended to polarize responses on the
Modified Rating Repertory Grids. It was identified from multiple responses which
phases of the Caregiving Journey eight participants perceived they were in. Four
participants were unable to be allocated to a phase.
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Responses on independent and dependent variables compared with normative
samples
The following information pertains to participants’ responses on independent and
dependent variables compared with normative samples. Participants scores on Identity
Coherence and Identity Diffusion were compared with a normative sample of two age
groups of male and female Australians: 1) 101 Australians aged 35 to 65, Identity
Coherence, M = 0.52 and Identity Diffusion, M = 0.43) and, 2) 120 Australians aged 65
onwards, Identity Coherence, M = 0.50 and Identity Diffusion, M = 0.41 (Viney, 1987).
Two one-sample t tests were performed in relation to Identity Coherence, t (44) = 1.822,
p > .05 and t (44) = 1.822, p > .05. Non significant tests indicated there was no
difference between the mean carer sample and the two mean normative samples on
Identity Coherence. Two one-sample t tests were performed in relation to Identity
Diffusion, t (41) = 2.309, p < .05 and t (41) = 2.517, p < .05. Significant tests indicated
there was a difference between the mean carer sample and the two mean normative
samples on Identity Diffusion.

Participants mean Sociality Scale scores (M = 0.59) resembled those of relocated
woman (M = 0.61) (Westbrook & Viney, 1980) and hospitalized patients in palliative
care (M = 0.55) (Viney et al., 1994). Participant’s scores were compared against a
normative sample of successful university students (n = 33), M = 0.43 (Westbrook &
Viney, 1980). A one-sample t test was performed, t (41) = 4.645, p < .05. A significant
test indicated there was a difference between the mean carer sample and the mean
normative sample on Sociality. For the seven subscales, carer’s scores were most
similar to the sample of child bearing women on the following subscales: Solidarity (M
= 0.40), Reactor (M = 0.29) and Initiator (M = 0.37) (Westbrook & Viney, 1980).
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Relocated women were most similar to participant’s scores on the following subscales:
Shared Experience (M = 0.54) and Reactor/Initiator (M = 0.48) (Westbrook & Viney,
1980). Participant’s scores did not resemble other available samples on the subscales
Intimacy and Influence.

Participants Origin Scale scores (M = 1.07) resembled those of current feelings of
sexual assault victims (M = 1.05) (Carter & Viney, 2004). Scores on the Origin Scale
for the carer sample were compared with a normative sample of successful university
students (n = 33), M = 0.81 (Westbrook & Viney, 1980). A one-sample t test was
performed, t (41) = 5.073, p < .05. A significant test indicated there was a difference
between the mean carer sample and the mean normative sample on the Origin Scale.

Participants Pawn Scale scores (M = 0.94) resembled those of psychiatric patients (M =
1.21) (Westbrook & Viney, 1980) and current feelings of sexual assault victims (M =
0.85) (Carter & Viney, 2004). Scores on the Pawn Scale for the carer sample were
compared with a normative sample of successful university students (n = 33), M = 0.95
(Westbrook & Viney, 1980). A one-sample t test was performed, t (41) = -0.173, p >
.05. A non significant test indicated there was no difference between the mean carer
sample and the mean normative sample on the Pawn Scale.

The authors of the Personal Growth Scale (Büssing, Ostermann & Matthiessen, 2005b)
presented scores between 0 and 100%. Scores of four (“applied very much”) on all
items represented 100%. The average sum score of Personal Growth reported in
percentages for the carer sample was 58%. That is carers on average scored 14 of a total
of 24. Normative sample data were not available for this measure therefore scores were
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compared against a sample of 257 German patients suffering from the following
physical illnesses: cancer (74%), multiple sclerosis (59%), chronic diseases (75%) and
acute diseases (75%) (Büssing et al., 2005). The Personal Growth Scale was modified
for use with the sample of family carers. In the German sample women scored higher
(73%) than males (63%). Females in the carer sample scored lower (57%, n = 37) than
males (60%, n = 8). Participant’s scores resembled sufferers of multiple sclerosis.
Scores were compared with 710 German patients suffering from: chronic diseases
(65%), chronic pain diseases (56%), multiple sclerosis (60%) and cancer (72%)
(Büssing et al., 2007). Female chronic sufferers (65%) scored higher than males (58%).
Participant’s scores resembled chronic pain sufferers.

The ECI is a measure specific to mental health caregiving which means normative data
was not available. The Total Positive and Negative ECI Scale scores were most similar
to the sample of relatives caring for relatives suffering from anorexia (Treasure et al.,
2001). This comparison sample consisted of 71 London relatives which included 60%
who were parental carers (Treasure et al., 2001). Anorexic patients had been receiving
inpatient treatment. Approximately 23% of the London sample included questionnaires
completed by more than one family member which included relatives with anorexic and
psychotic patients.

Participants tended to score higher on both Positive and Negative Experience of
Caregiving Scales when compared to other informal, psychiatric carer samples.
Participant’s scores resembled carers of schizophrenic relatives on the ECI Positive
Subscale, Good Aspects of Relationship (Martens & Addington, 2001). Scores were
similar for carers of anorexic relatives on the following subscales: Difficult Behaviours,

424

Negative Symptoms, Stigma and Effects on Family (Treasure et al., 2001). Carers of
psychotic relatives scored similarly on the ECI Positive Subscale, Good Aspects of
Relationship (Treasure et al., 2001).

Table 13. Measures of care recipients (n = 54) illness severity as reported by participants.
Frequencies

Percentages

Never

4

7%

Rarely

10

18%

Sometimes

25

46%

Regularly

15

28%

0-1 month

2

4%

1-6 months

1

2%

6-12 months

0

0

1-5 years

13

24%

5-10 years

10

18%

10 years +

28

52%

History of care recipients’ hospitalizations

48

89%

Hospitalization of care recipients in the past 5-10 years

38

70%

Frequency of contact with mental health services

Length of interaction with mental health services

Overall data screening

Data screening: Assessing for normality and outliers
Data screening was conducted on raw data. Histograms, boxplots, scatterplots, Q-Q
plots and detrended plots were performed on all dependent and independent variables.
Box plots and histograms indicated normal distributions and an absence of outliers for
the following variables: ECI Total Negative Scale, Sociality Scale and Identity
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Coherence Scale. The skew indice for the Personal Growth was -0.49 and the kurtosis
indice was -0.60. The Personal Growth Scale had a slightly negatively skewed
distribution. The skew indice for the ECI Total Positive Scale was -0.67 and the kurtosis
indice was 0.19. The ECI Total Positive Scale had a slightly negatively skewed
distribution. The skew indice for the Identity Diffusion Scale was 2.81 and the kurtosis
indice was 9.52 which indicated the scale produced a positively skewed distribution,
kurtosis and there was also the presence of outliers. Origin and Pawn Scales produced
normal distributions and the presence of outliers. Scatterplots confirmed linear
relationships existed for all variables except the Identity Diffusion Scale. Pawn and
Personal Growth had distributions which varied/ from normality. The ECI Total
Positive Scale distribution was negatively skewed, the distribution of Identity Diffusion
was positively skewed and had positive kurtosis. All other variables produced normally
distributed histograms and linear scatterplots. Outliers were present on the following
variables and subsequently removed: ECI Total Positive Scale, Identity Diffusion Scale,
Origin Scale and Pawn Scale.

Data screening: Intercorrelations between independent and dependent variables
A Pearson’s correlation was performed on independent and dependent variables to
explore relationships between measures used in this study. Table 16 features the intercorrelation matrix. There was a significant correlation between Personal Growth and
Positive Experiences of Caregiving, r = .60, (n = 51), p < .001. There was a significant
correlation between Pawn and Identity Diffusion, r = .31 (n = 45), p < .05. The
strongest correlation between variables was ±.60 and the lowest was ±.02. There was no
significant positive relationship between Good Aspects of Relationships Scale and the
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Sociality Scale, r = .49, (n = 44), p > .05 which means these two scales were measuring
different aspects of positive relations.

Data screening: Family carers of multiple care recipients
Ideally a MANOVA would have been performed to test for differences in the sample on
the independent variable (Number of Care Recipients) with the two dependent variables
(Positive and Negative Experiences of Caregiving). Four participants cared for more
than one relative and 41 carers identified that they cared for one relative. A small sub
sample size (four carers of multiple care recipients) meant a MANOVA or t test could
not be performed. In this case, a descriptive analysis will be performed on the two sub
groups. Table 15 includes the descriptive statistics on the two sub groups. There was
minimal difference between mean scores on the ECI Positive Scales between sub
groups. There was a large mean score difference of 13.14 for ECI Negative Scales
which indicates caring for one relative produces more Negative Experiences of
Caregiving. However, within this group the scores are quite differentiated on this scale
(SD = 35.95). In particular there were notable mean differences on the following
negative subscales: 6.27 for Negative Symptoms and 5.33 for Positive Personal
Experiences.

Data screening: Carers’ Perceptions of Consumers’ Experiences of Stages of
Recovery (CPCESR) measure
Responses from consumers on the SISR (Andresen et al., 2006) measure were availabl.e
Comparisons of the carer sample and the consumer sample was not ideal because these
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Table 14. Comparison of descriptive statistics for dependent and independent variables for raw and imputed data sets.
Scales

Raw Data

Imputed Data

Scales

Raw Data

Independent variables

M

SD

N

M

SD

Identity Coherence

2.37

0.96

45

2.35

Identity Diffusion

0.63

0.61

45

Sociality

0.59

0.22

Solidarity

0.56

Intimacy

Imputed Data

N

Dependent variables

M

SD

N

M

SD

N

0.95

49

ECI Total Negative Scale

83.31

37.53

42

83.73

35.24

49

0.61

0.58

49

ECI Scale 1: Difficult Behaviours

12.24

7.88

53

12.28

7.81

54

45

0.60

0.21

49

ECI Scale 2: Negative Symptoms

10.87

6.30

53

10.81

6.25

54

0.39

45

0.57

0.38

49

ECI Scale 3: Stigma

5.98

4.26

52

6.00

4.22

53

0.48

0.31

45

0.49

0.30

49

ECI Scale 4: Problems with Services

11.12

7.32

48

11.09

7.24

49

Influence

0.40

0.25

45

0.40

0.24

49

ECI Scale 5: Effects on Family

10.23

5.91

52

10.17

5.80

54

Shared

0.53

0.28

45

0.54

0.28

49

ECI Scale 6: Need to Back-up

10.98

6.09

51

10.92

6.00

54

Reactor

0.46

0.27

45

0.47

0.26

49

ECI Scale 7: Dependency

10.21

4.60

53

10.27

4.58

54

Initiator

0.52

0.35

45

0.52

0.34

49

ECI Scale 8: Loss

11.05

7.10

52

11.05

6.97

54

Reactor/Initiator 0.64

0.46

45

0.65

0.45

49

ECI Total Positive Scale

30.27

10.19

51

30.45

9.96

54

Origin

1.07

0.34

45

1.06

0.33

49

ECI Scale 9: Positive Personal Experiences 17.36

6.64

52

17.47

6.58

54

Pawn

0.94

0.34

45

0.94

0.33

49

ECI Scale 10: Good Aspects of Relationship 12.94

5.08

53

13.00

5.05

54

Personal Growth

56%** *

49

*

*

*

Only one response was included in table for multiple carers for independent variables. * Computation not required. **Mean percentages reported.
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samples were independent. Consumers may have been undiagnosed for many years or
may not have required care in earlier phases of their illness. It would have been
preferable if the consumer sample included consumers who had not recently

Table 15. Comparison of descriptive statistics for carers of one care recipient and carers of more than
one care recipient.
Scales

One Care Recipient

Multiple Care Recipients

M

SD

N

M

SD

N

ECI Total Negative Scale

89.42

35.95

41

76.28

27.93

4

ECI Scale 1: Difficult Behaviours

13.75

8.19

41

9.75

3.59

4

ECI Scale 2: Negative Symptoms

12.02

6.36

41

5.75

1.26

4

ECI Scale 3: Stigma

6.85

4.59

41

5.93

1.78

4

ECI Scale 4: Problems with Services

11.88

7.48

41

10.35

1.56

4

ECI Scale 5: Effects on Family

10.59

5.19

41

10.75

9.29

4

ECI Scale 6: Need to Back-up

11.53

6.34

41

12.00

2.94

4

ECI Scale 7: Dependency

10.88

4.79

41

10.00

4.69

4

ECI Scale 8: Loss

12.40

6.51

41

11.75

11.32

4

ECI Total Positive Scale

31.44

9.90

41

28.75

6.13

4

ECI Scale 9: Positive Personal Experiences 18.58

6.32

41

13.25

4.03

4

ECI Scale 10: Good Aspects of Relationships12.85

4.81

41

15.50

3.87

4

experienced an illness episode. It would be ideal to include a sample of related
consumers and carers.

Data screening: The Phases of Family Mental Health Caregiving Journey
A Chi-Square test of independence was performed on the Phases of Family Mental
Health Caregiving. The variables included: Phase 2, Phase 3, Phase 4 and Phase 5.
Phase 1 and Phase 6 consisted of a small number of participants and were therefore
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excluded from this test. The test was found to be statistically significant, χ² (5, 49) =
39.33, p <.025. This means expected frequencies in each phase were statistically
different to the observed frequencies. The observed frequencies indicated that the
majority of participants were located in Phases 4 (n = 17) and 5 (n = 22).

The relationship between Phases of Caregiving and Duration of Caregiving will be
described in frequency counts. Eight participants who had been caregiving between four
and ten years were located in Phase 4 and six participants were located in Phase 5. Eight
participants who had been caregiving for 11 to 20 years were located in Phase 5 and six
participants were located in Phase 4. Seven participants who had been caregiving for
more than 21 years were located in Phase 5.

Content Analysis Scales: Inter-rater reliability index
This section addresses the reliability of ratings applied to transcripts. Thirty-three
percent of sample transcripts were rated by two independent raters in order to obtain an
inter-rater reliability index. The index was obtained by formulating the independent
ratings for agreements and disagreements (Miles & Huberman, 1994). Appendix H
reports the inter-rater reliability formula. The 14 transcripts rated by two independent
raters achieved the following inter-rater reliability indices: 87% for Phase 8 of the
Psychosocial Maturity Scales (Identity Scale, Identity Diffusion Scale), 89% for sum
Sociality Scales and 88% for Origin and Pawn Scales. A minimum inter-rater reliability
for Content Analysis Scales of .85 has been considered an acceptable level of inter-rater
reliability (Viney & Caputi, 2005, in press). Acceptable inter-rater reliability has been
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Table 16. Intercorrelation matrix of associations between research measures. Including Pearson correlation, significance in brackets and sample size.
ECI Neg

ECI Pos

ECI Neg

Identity Coherence

Identity Diffusion

SS

Origin

Pawn

Identity

Identity

SS

Origin

Pawn

Personal Growth

Coherence

Diffusion

.20 (.21)

-.19 (.22)

.02 (.88)

.02 (.89)

-.03 (.84)

-.21 (.18)

.60** (.00)

n=41

n=41

n=42

n=42

n=42

n=42

n=51

-.15 (.37)

-.02 (.90)

-.24 (.14)

-.21 (.19)

.03 (.86)

.07 (.63)

n=38

n=38

n=38

n=38

n=38

n=42

.21 (.16)

.25 (.09)

.29 (.05)

-.12 (.45)

-.09 (.54)

n=45

n=45

n=45

n=45

n=45

.24 (.12)

.28 (.06)

.31* (.04)

.03 (.83)

n=45

n=45

n=45

n=45

.27 (.07)

.08 (.60)

.08 (.60)

n=45

n=45

n=45

.16 (.28)

.08 (.57)

n=45

n=45
.17 (.25)
n=45

**Correlation is significant at the .01 level (2-tailed). *Correlation is significant at the .05 level (2-tailed)
Correlations conducted on raw data. Cases were excluded pairwise. Scale for overall Positive Caregiving Experiences (ECI Pos). Scale for overall Negative Caregiving Experiences
(ECI Neg). Sum scores for Sociality Scales (SS).
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Table 17. Inter-judge reliability data for coding Psychosocial Maturity Scales, Origin and Pawn Scales and
Sociality Scales (n = 14).
Psychosocial Maturity Scales

Sociality Scales

Origin & Pawn Scales

Identity Coherence &
Identity Diffusion Scales
Agree Disagree Reliability

Agree Disagree Reliability

Agree Disagree Reliability

1

4

1

0.80

6

0

1.00

11

1

0.92

2

2

1

0.67

2

0

1.00

4

2

0.67

3

6

2

0.75

12

2

0.86

1

0

1.00

4

2

0

1.00

10

4

0.71

3

1

0.75

5

17

1

0.94

18

4

0.82

11

1

0.92

6

1

0

1.00

14

0

1.00

6

0

1.00

7

11

2

0.85

16

2

0.89

12

2

0.86

8

2

0

1.00

8

0

1.00

4

2

0.67

9

9

1

0.90

12

2

0.86

19

7

0.73

10

1

2

0.33

6

0

1.00

6

0

1.00

11

2

0

1.00

28

0

1.00

12

0

1.00

12

1

0

1.00

3

1

0.75

2

0

1.00

13

4

0

1.00

2

2

0.50

6

1

0.86

14

2

0

1.00

2

0

1.00

4

0

1.00

Total

64

10

0.87

139

17

0.89

101

17

0.88

achieved. Table 17 consists of inter-judge reliabilities for each of the scales for a sample of
14 transcripts. Appendix M consists of a sample of ratings conducted on two de-identified
participant’s transcripts. This includes Content Analysis Scale score sheets. A mean score
for Content Analysis Scale scores was obtained for the 14 transcripts by computing the two
rater’s scores. The mean scale scores were included in the larger data.
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Missing data
The following information provides a description of missing data. One participant’s
transcript was not content analyzed because it had a word count of less than seventy. It is
recommended not to score word counts less than seventy (Viney, Rudd, Grenyer & Tych,
1995). Seven participants did not complete transcripts therefore Content Analysis Scale
scores were not available for these participants. The reason this occurred may have been
because some of these participants were no longer actively caring for relatives for such
reasons as consumers passing away or moving overseas. Two participants provided typed
transcripts in the form of letters which were content analyzed. This was not considered
problematic considering suicide notes (Gottschalk & Gleser, 1961) and transcripts from
counselling sessions have previously been successfully content analyzed (Viney, 1994).
Fourteen participants did not respond to one or more items on Individual Rating Repertory
Grids. Six participants did not complete Repertory Grids which included the element,
Another Person Involved in Caregiving because they stated they were unable to consider
another person involved in caregiving.

The ECI Total Positive and Negative Scales and the ten ECI subscales each had 41 (75.9%)
valid cases and 13 (24.1%) invalid cases due to missing data. For all Content Analysis
Scales 44 cases (81.5%) were valid and ten (18.5%) were invalid due to missing data. Five
of these cases have missing data due to responses representing carers of multiple care
recipients. These participants only required one response for each Content Analysis Scale.
Dummy coded variables were constructed for the two dependent variables (ECI Total
Positive Scales and ECI Total Negative Scales) to test for response bias (Allison, 2000;
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Tabachnick & Fidell, 1996). Additional responses on dependent variables by participants
who cared for multiple care recipients were removed from the following analysis to control
for response bias in this sub sample.

There were missing responses on the Content Analysis Scales. The effects of missing data
were explored to determine if data was missing at random or not. Two One Sample t tests
were performed: 1) Pawn Scale Scores and ECI Total Positive Scale Scores and, 2) Pawn
Scale Scores and ECI Total Negative Scale Scores. Available responses for one of the
Content Analysis Scales, Pawn Scale were used and treated as the dependent variable. ECI
Total Positive Scale Scores and ECI Total Negative Scale Scores were used, dummy coded
and treated as independent variables. Both t tests were significant at an alpha level of .025.
For dummy coded, ECI Total Negative Scale scores, the sample mean of .94 (SD = .34)
was found to be significantly different from this value, t (44) = 18.44, p < .025, two-tailed.
For dummy coded, ECI Positive Scale scores, the sample mean of .94 (SD = .34) was found
to be significantly different from this value, t (44) = 18.44, p < .025, two-tailed. This
finding indicates a significant pattern of responding from participants which accounts for
missing data.

Data transformations

A single imputation was performed on the data by replacing missing values with the linear
trend at point for all independent and dependent variables. The advantage of using the
linear trend at point compared to the series mean is that it is better able to summarize the
distributions of missing variables (McKnight, McKnight, Sidani & Figueredo, 2007).
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Linear trend at point “…replaces missing values with the linear trend for that point. The
existing series is regressed on an index variable scaled 1 to n. Missing values are replaced
with their predicted values” (SPSS Inc., 2008). Substituting missing data with the sample
mean is an inadequate method for managing missing data because extreme scores are not
represented and this tends to lead to a reduction in the variance (McKnight, McKnight,
Sidani & Figueredo, 2007). Correcting for missing data is important considering statistical
tests are based on the assumption that data are complete (Allison, 2000). It is also
advantageous for maximizing the predictive power of small sample sizes (Allison, 2000).
Viney and Caputi (2005, in press) suggest transformations should be performed on Content
Analysis Scales if scale distributions are not normal. There were no missing responses for
the Personal Growth Scale consequently imputation was not required for this variable.
Table 14 provides a comparison of descriptive characteristics of the raw and imputed data
for dependent and independent variables. Imputations did not significantly alter the
descriptive statistics for independent and dependent variables. An analysis of Q-Q plots and
detrended normality plots revealed transformed variables produced normal distributions or
distributions that were approximating normality. Performing imputations on data increased
the sample size to 45 (responses from participants with one care recipient) and 54
(responses from those who have multiple care recipients).

Figure 9 plots the Positive and Negative Experiences of Caregiving against Phases of
Family Mental Health Caregiving. The plot indicates that in Phase 3 the highest ECI Total
Negative Scale scores were obtained. This peak occurs again for participants located in
Phase 6. Participants in Phases 2, 5 and those participants who identified self in more than
one phase scored the highest on ECI Total Positive Scale scores. Figure 10 consists of
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Perceived Phases of Consumer Recovery plotted against Total Positive and Negative
Experiences of Caregiving. The plot indicated a high degree of Negative Experiences of
Caregiving when carers perceived their relatives to be in the Moratorium Phase of
Consumer Recovery. This phase indicates no recovery. Postive Experiences of Caregiving
were relatively stable regarding carers perceptions of consumer’s recovery. Carers reported
the least Negative Experiences of Caregiving when consumers were identified to be in the
Growth Phase of Consumer Recovery. This phase indicates consumers are actively
recovering from mental illness.
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Figure 9. Relationship between Phases of Mental Health Caregiving (n = 49) and Experiences of Caregiving
Scores (n = 49).

Figure 10. Perceived Phases of Consumer Recovery plotted against Positive and Negative Experiences of
Caregiving.
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11.12 Appendix L: Scores obtained from clinical and normal populations on the measures:
ECI, Psychosocial Maturity Scales, Sociality Scales, Origin and Pawn Scales and
Personal Growth Scale.

Study
Winn et
al
(2007)
Treasure
et al
(2001)

Sample
Relatives caring for
adolescents with bulmia (n =
112)
Relatives caring for anorexia
sufferers (n = 71)

Relatives caring for psychosis
sufferers (n = 68)

Martens
et al
(2001)

Relatives caring for
schizophrenia sufferers (n =
41)

Harvey
et al
(2002)

Carers of relatives with
psychosis
Receiving standard case
management (n=69)

Variable/Scale
ECI Positive Scale
ECI Negative Scale

Mean
25.1
66.7

SD
10.3
32.4

ECI Positive Scale
Positive Personal Experiences
Good Aspects of Relationship
ECI Negative Scale
Difficult Behaviours
Negative Symptoms
Stigma
Problems with Services
Effects on Family
Backup
Dependency
Loss
ECI Positive Scale
Positive Personal Experiences
Good Aspects of Relationship
ECI Negative Scale
Difficult Behaviours
Negative Symptoms
Stigma
Problems with Services
Effects on Family
Backup
Dependency
Loss
ECI Positive Scale
Positive Personal Experiences
Good Aspects of Relationship
ECI Negative Scale
Difficult Behaviours
Negative Symptoms
Stigma
Problems with Services
Effects on Family
Backup
Dependency
Loss

28
13.9
14.2
84
12.9
10.3
5.3
12.7
11
8.7
11.2
15.2
26.4
14.1
12.3
59.1
7.7
7.7
3.5
8.5
6.7
8.5
7.9
8.6
27.29
14.37
13.02
61.51
8.68
9.37
3.80
7.80
7.05
8.78
7.20
8.83
Median
23
55
24.5
62.5

8.8
5.8
4.3
35
7.4
6.4
4.2
7.7
6.2
5.0
4.3
5.9
9.7
6.9
4.5
32
6.4
6.5
3.9
6.2
5.1
5.0
4.9
5.2
30.19
6.13
3.68
8.24
6.29
5.84
3.59
6.18
6.16
4.45
4.57
4.91

ECI Positive Scale
ECI Negative Scale
ECI Positive Scale
ECI Negative Scale

*
*
*
*
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Viney
(1987)

Wang &
Viney
(1996)
Viney &
Westbrook
(1979)

Rayner &
Viney
(2007)
Viney&
Tych (1985)

Viney et al
(1994)

20-34 year old Australians (n
= 128)
35-65 year old Australians (n
= 101)
65 year old and over
Australians (n = 120)
Australian children (n = 150)
Chinese children (n = 360)
Street youth (n = 97)
Successful university students
(n = 33)
Transitional students (n = 47)
External university students
(n = 48)
Relocated women (n = 52)
Child-bearing women (n =
200)
Relatives of medical
emergency patients (n = 35)
Traumatized navy personnel
(n = 22)
Medical patients admitted to
hospital in crisis before crisisintervention counselling (n =
140)
Medical patients admitted to
hospital in crisis after crisisintervention counselling (n =
107)
Medical patients admitted to
hospital in crisis at follow-up
after crisis-intervention
counselling (n = 74)
Patients in palliative care in
small unit (n = 62)
Patients in palliative care in
large unit (n = 60)
Patients in palliative care in
hospital (n = 61)

Identity Scale
Identity Diffusion Scale
Identity Scale
Identity Diffusion Scale
Identity Scale
Identity Diffusion Scale
Identity/Identity Diffusion
Scales
Identity/Identity Diffusion
Scales
Sociality Scale
Sociality Scale

0.51
0.53
0.52
0.43
0.50
0.41
0.79

0.20
0.26
0.21
0.19
0.20
0.20
0.22

0.92

0.33

0.49
0.43

0.24
0.23

Sociality Scale
Sociality Scale

0.44
0.42

0.20
0.19

Sociality Scale
Sociality Scale

0.61
0.54

0.15
0.17

Sociality Scale
Sociality Scale
Sociality Scale

0.49
0.47
0.85

0.20
0.18
0.45

Sociality Scale

0.47

0.21

Sociality Scale

0.50

0.24

Sociality Scale

0.49

0.22

Sociality Scale

0.53

0.18

Sociality Scale

0.49

0.21

Sociality Scale

0.55

0.54
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Westbrook
& Viney
(1980)

Street youth (n = 97)
Successful university
students (n = 33)
Transitional students (n =
47)
External university students
(n = 48)
Relocated women (n = 52)
Child-bearing women (n =
200)
Relatives of medical
emergency patients (n = 35)
Psychiatric patients (n = 29)

Foster &
Viney
(2005)
Carter &
Viney
(2004)

Menopausal women (n =
20)
Sexual assault victims (n =
41) Current feelings
Feelings at recall of abuse

Büssing et
al (2007)

Büssing et
al (2005a)

Büssing et
al (2005b)

Patients with chronic
illnesses
Patients with chronic pain

Origin Scale
Pawn Scale
Origin Scale
Pawn Scale
Origin Scale
Pawn Scale
Origin Scale
Pawn Scale
Origin Scale
Pawn Scale
Origin Scale
Pawn Scale
Origin Scale
Pawn Scale
Origin Scale
Pawn Scale
Origin Scale
Pawn Scale

0.85
1.10
0.81
0.95
0.86
1.00
1.05
0.99
0.74
1.01
0.97
1.05
0.94
1.27
0.84
1.21
1.83
2.23

0.37
0.52
0.36
0.41
0.32
0.38
0.40
0.40
0.26
0.39
0.35
0.37
0.40
0.52
0.33
0.46
0.56
0.61

Origin Scale
Pawn Scale
Origin Scale
Pawn Scale
Personal Growth Scale

1.05
0.85
0.69
1.07
64.6
(SS)
56.4
(SS)
60.3
(SS)
71.8
(SS)
66.1
(SS)
57.9
(SS)
64.0
(SS)
70.4
(SS)

0.37
0.62
0.47
0.42
21.4

Personal Growth Scale

Multiple sclerosis patients

Personal Growth Scale

Cancer patients

Personal Growth Scale

Cancer patients

Personal Growth Scale

Multiple sclerosis patients

Personal Growth Scale

Patients with chronic
illnesses
Patients with chronic
illnesses

Personal Growth Scale
Personal Growth Scale

21.3
17.4
20.1
14.3
15.9
17.2
20.9

*Denotes data not available. SS (sum score).

440

11.13 Appendix M: A sample of ratings performed on two participant’s transcripts.
Case example 1
My life is very busy. / I have a new full time job. (+6) / My daughter (consumer’s name) broke up with her
boyfriend a couple of weeks ago, / they had been together for a few years. / He now has a new girlfriend. /
(consumer’s name) is unhappy / but still going out / and spending time with friends. / I will see her more often
now, (P1) / she will require more emotional support. (Sa2) / I see her on the weekend (Sd2)/ and I stay over at
her house every Wednesday night. (Sd2) / It’s our ‘Girls Bonding’ time. (Sb3) / (consumer’s name) is very
placid / and most people like her. / She has been living independently for almost two years / and coping well. /
She has no budgeting skills, / though we have tried and tried. (O2) / My sister lives close to (consumer’s
name) / and spends time with her weekly. / (consumer’s name) has an Outreach worker / and she is part of a
swimming group (no cost). / My mum has just moved from (location) to (participants home town) / so am
also sharing with my sister responsibility of taking her shopping and to appointments etc. (Sa3) / She now has
an agency providing her with Domestic assistance. / My husband and I are booking our trip to China in
September. (Sa3, O1)/ My sister will spend more time (consumer’s name) while we are away. / I am planning
to buy (consumer’s name) an exercise stepper with some of the money from the stimulus package. (O4)/
(consumer’s name) has a weight problem from medication. / Because of my new job I can no longer visit the
psych every four weeks with her. (P4) / I have spoken to her psych (Sd2)/ and he was very helpful. (Sa1) / My
husband can take her from time to time. /
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Content Analysis Scales score sheet
Tabulation of verbal sample # Case example 1. Correction Factor (C.F.) = 100/304 = 0.33
Construct poles

Labels

Weight

Frequency
1
0

Frequency x
weight
6
0

Final corrected
score
1.47
0.41

Identity Scale
Identity Diffusion
Scale
Origin Scale
Pawn Scale
Sociality Scales
Solidarity
Intimacy
Influence
Shared
Relationships
Reactor
Initiator
Reactor/Initiator
Sociality
Sums of Square

+6
-6

+6
-6

O
P

1
1

3
2

3
2

1.08
0.91

Sa
Sb
Sc
Sd

1
1
1
1

4
1
0
3

4
1
0
3

1.22
0.71
0.41
1.08

S1
S2
S3

1
1
1
1

1
4
3
16

1
4
3
16

0.71
1.22
1.08
0.81

Case example 2
Life is stable at the moment, / as my daughter has been stable for the last couple of
years. / So, no emergencies, / but I am there for her most of the time. (O2, Sa2)/ That involve staying home a
lot, especially at night an in the evenings, / when she is afraid to be alone. / This means my partner and I have
a very limited social life. (P4, Sd3)/ We usually have to make sure she organizes to go over to her father’s
place (O4, Sc3) / so we can go out. (Sa3)/ Or she comes with us. (Sa3)/ On the positive side, this means my
daughter and I have a very close relationship (Sb3)/ and she has our support (Sa3)/ to help her through life. /
His means she can work in her studio/as an artist/designer) / as well as keep the daily things together. / On the
negative side, she is very reliant on us (to be there) / and I wonder / if she will ever be able to live
independently / and have a family as she would like. / It is hard to know how to encourage her to be
independent. (P3)/ The drugs she has to take make her sleep more, / reduce her energy, etc. /Also, I am now
my sixties (+6)/ and wonder if this situation will continue unchanged into my old age. / My partner, when I
met just / before my daughter had her first psychotic episode in 2000, / has had to take on caring for my
daughter as well as me! / There is friction between him and her. / He is a wonderful support (financially and
practically) for her, / but finds her illness hard to understand / and is impatient with her anxiety and lack of
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motivation. / This makes for tension in the family / and feel I am in the middle,(P4) / trying to keep the peace.
(O2) / Also, they both complain to me about each other, / instead of sorting it out between themselves. /

Content Analysis Scales score sheet
Tabulation of verbal sample # Case example 2. Correction Factor (C.F.) = 100/306 = 0.33
Construct poles

Labels

Weight

Frequency
1
0

Frequency x
weight
6
0

Final corrected
score
1.46
0.41

Identity Scale
Identity
Diffusion Scale
Origin Scale
Pawn Scale
Sociality Scales
Solidarity
Intimacy
Influence
Shared
Relationships
Reactor
Initiator
Reactor/Initiator
Sociality
Sums of Square

+6
-6

+6
-6

O
P

1
1

3
1

3
1

1.08
0.71

Sa
Sb
Sc
Sd

1
1
1
1

5
1
1
1

5
1
1
1

0.45
0.18
0.18
0.18

S1
S2
S3

1
1
1
1

1
1
6
16

1
1
6
16

0.18
0.18
0.50
0.81

11.14 Appendix N: The list of codes identified in seven cases.
List of eighteen codes identified throughout seven cases studies. Codes are representative of both constructs
and elements. Codes 1 and 2 were endorsed by only case participant. Codes 3 to 18 were endorsed by more
than one case participant.
1.
Responsibility versus Surrendering Responsibilities of Another.
2.
Powerlessness versus Feeling Empowered.
3.
Self Blame versus Acceptance.
4.
Effective Treatments versus Ineffective Treatments.
5.
Chronic Hope versus Hopelessness.
6.
Powerlessness versus Empowerment.
7.
Direct/Indirect Stigma versus Dignity.
8.
Support Interventions versus No Support Interventions.
9.
Fear of the Future versus Normal Anticipations for the Future.
10.
Crisis versus Manageability.
11.
Caregiving Role versus Roles Other than Caregiving.
12.
Chronic Illness versus Acute Illness
13.
Sympathy and Empathy.
14.
Kinship Relationships versus Explicit Reference to the Caregiving Relationship.
15.
Carer and Consumer Advocacy versus Consumed by own Caregiving Experiences.
16.
Symptomology versus No Attention Directed Towards Symptomology .
17.
Self Care versus Self Neglect and Care of Others.
18.
Chronic Grief versus Temporary Emotional Discomfort/Closure.

443

11.15 Appendix O: Revisions made to the FMHCJ Assessment.
•

‘Is this the first time you have experienced crisis in relation to family mental illness? Yes or No.

•

‘You may identify yourself to be in more than one phase of caregiving.’
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